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ABSTRACT 
 
Many scholars, physicians, feminists, and intersex individuals have perceived, described and 
constructed intersex in different ways. The term intersex refers to various conditions where 
individuals are born with reproductive and/or sexual anatomy that does not typically fit into the 
definitions of male or female. A number of conditions fall under the umbrella term intersex but 
Congenital Adrenal Hyperplasia (CAH) is one of the most common conditions of them all. CAH 
is also one of the most common intersex conditions occurring in India making it necessary to study 
the various social, cultural and medical aspects associated with it. Though CAH is universally 
perceived as a medical condition, various socio-cultural factors play a major role in the 
construction of certain aspects of CAH. While CAH requires medical assistance for sustenance if 
not for cure, the socio-cultural factors influencing the choices and decisions made with respect to 
its treatment are prominent. For instance, in the case of CAH the anatomical ambiguity of the 
genitalia presents itself in the female child whereas in the male child, there is no visible 
sexual/reproductive ambiguity and doctors and parents typically choose to categorize the CAH 
infant into the sex/gender binary by surgically ‘correcting’ the ‘ambiguity’. Similarly, the 
influence of CAH as a medical condition on the family, marriage and kinship structures of the 
society is also large. With the advent of new genetics, family and kinship have become medicalized 
and are gradually witnessing change in their fundamental structures. This research aims to 
understand the influences medicine and culture have on each other while simultaneously looking 
at how CAH is described and experienced by the individuals dealing with it. 
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SYNOPSIS 
This thesis is an attempt to understand the various socio-cultural factors that are associated with a 
medical/hormonal condition like Congenital Adrenal Hyperplasia (CAH). CAH is one of the most 
common intersex conditions to be occurring in the world. Medically, it is defined as an autosomal 
recessive disorder that may be life threatening to the individual diagnosed with it, if not duly 
treated. Though CAH is popularly perceived as a medical condition, and specifically so in India, 
a number of socio-cultural factors play a major role in influencing the decisions taken with regard 
to its treatment protocol. Similarly, biomedicine too plays a major role in influencing certain 
changes in various social structures of the society like family, marriage and kinship. The role of 
biomedicine and culture in the construction of CAH is understood by studying the experiences of 
individuals with CAH, families of children with CAH and doctors providing treatment for 
individuals with CAH. 
Chapter I is an introduction to the concept of intersex in general and CAH in particular. I speak of 
how I was introduced to the topic and how I have proceeded with this research since then. Through 
this chapter an overview of the literature that I read for this research is provided which, helped in 
formulating the base of my research ideas. I have also listed the various objectives I aimed to study 
in the course of my fieldwork while simultaneously explaining the methodological underpinnings 
of the research. The significance and necessity for such researches to be conducted in future has 
been spoken about.  
Chapter II focuses on the role of biomedicine and doctors, as representatives of biomedicine, in 
understanding, defining and constructing CAH. It also focuses on how parents as beholders of faith 
in biomedicine assist in the process of constructing CAH as a medical disorder that needs medical 
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intervention to restore normalcy in the person who is diagnosed with it. In this chapter I show the 
faith that parents have in biomedicine by narrating incidents that reflect the same. I also show that 
most parents play an active role in the entire treatment process thereby questioning the 
authoritative knowledge of the doctors. Through this chapter I also throw light on how the trust on 
doctors by parents and respect shown by doctors towards the choices and wishes of the parents 
help in enabling the treatment to provide positive outcomes. 
Chapter III focuses on the stigma that is attached to CAH and the measures taken by parents and 
doctors to ensure the child grows up to have a ‘normal’ life. This chapter also throws light on the 
act of care which is an essential part of the treatment process of CAH. The life experiences of 
parents, who also act as caregivers for their children with CAH, is highlighted in this chapter, 
displaying the difficulties they face while caring for a child with CAH. Simultaneously, I give a 
brief description of the role that the children play in the process of their treatment. 
Chapter IV focuses on the influence a medical/hormonal condition like CAH has on social 
structures like family, marriage and kinship systems. This chapter concentrates on whether 
consanguineous marriages play a major role in the transmission of CAH or not and whether parents 
are willing to forgo a practice such as this which has been an intrinsic part of their culture if 
identified as a cause for CAH.  
Chapter V is a conclusion to the thesis where all the previous chapters are summarized while also 
speaking of the limitations this study has. Through this chapter I also aims to provide a few 
suggestions to some major problems that were faced in the process of treatment for CAH. I have 
also penned down some ideas, queries and views that I developed or grappled with in the process 
of this research and more particularly while writing this thesis.  
CHAPTER I 
INTRODUCTION  
 
Intersex is a term commonly used to refer to certain conditions in humans where, an individual is 
born with a reproductive and/or sexual anatomy that cannot be categorised into either of the two 
‘true’ sexes (Isna.org, 2018). Intersex is comparatively a rare condition with not much research 
done on it, both medically and anthropologically. As a result, the awareness about intersex 
conditions is also minimal. The first time that I came across this term was, when I was looking up 
for a medical condition termed CAH or Congenital Adrenal Hyperplasia. I had made up my mind 
by then that my MPhil research will be on the broad lines of Health and Gender, and while 
discussing the same with my supervisor, I was introduced to this condition called CAH. My 
supervisor was herself introduced to this condition by Dr. Sharat, an Endocrinologist based in 
Chennai, Tamil Nadu. Thus began our venture into the broad arena of intersexuality.  
When Dr. Sharat introduced CAH to us, I looked at it as a medical condition whose relationship 
with the society and culture, of which it is part, has to be understood. I was primarily interested to 
see the effect it had on both the individuals born with CAH and their immediate families. However, 
when I began reading literature on intersex and intersexuality written by scholars from a couple of 
disciplines, I came to realize that what I primarily intended to study was just a part of a larger 
discourse. With each article and book that I read on intersex a new window opened, showcasing a 
new aspect of intersexuality. To begin with, I learnt that intersex is an umbrella term used to refer 
to a number of conditions that even to the slightest degree cause some amount of ‘ambiguity’/ 
variation in the sexual and/or reproductive anatomy of an individual.  
1 
 
My first meeting with Dr. Sharat did not make it any easier for me to understand intersex conditions 
better. Most of what he shared with me about intersex in general and CAH in particular was 
medical/biological explanations concerning the what, why, when and how of it. Not having 
majored in medicine or even biology for that matter I found it a little difficult to keep pace with 
what he was saying. However, as the discussion continued I did begin to gain an idea of how CAH 
was perceived by certain sections of our population. From the detailed medical explanations on 
CAH given by the doctors interviewed and the data gathered by looking through the internet, I 
obtained a basic idea of what CAH was. Congenital Adrenal Hyperplasia (CAH) is an autosomal 
recessive disorder that affects the adrenal glands of an individual (Mayo Clinic, 2018). The adrenal 
gland is responsible for producing steroid hormones for the proper functioning of the human body. 
In individuals with CAH one of the enzymes required to produce these hormones is absent 
resulting in the lack of one hormone and over production of the other (usually androgen). CAH 
can be categorized into a couple of types and depending on the type of CAH the symptoms and 
treatment vary. CAH is an intersex condition but genital ‘ambiguity’, which is one of the common 
symptoms of an intersex condition, does not presents itself in every child born with CAH. Only 
socially identified girl children with CAH mostly show the presence of a genital ‘ambiguity’, 
whereas socially identified boys with CAH show no signs of ‘ambiguity’ in their reproductive 
anatomy. Socially identified boys with CAH however experience precocious puberty as early as 2 
years after birth. Though CAH is an intersex condition, for the sake of convenience I will 
henceforth refer to socially identified girls and boys with CAH as just girls and boys throughout 
this thesis. 
Similar to a number of sex/gender minorities, intersex conditions like CAH are also variations in 
the array of sex and gender making them ‘deviants’, as understood in the popular domain, from 
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the sex/gender binary. Being deviants of the sex/gender binary individuals with intersex conditions 
find similarities with individuals of other sex/gender minorities of the LGBTQ community. 
However, the medical fraternity differentiates intersex conditions from the other sex/gender 
minorities. Dr. Sharat told me with great specificity that intersex individuals and transgender 
individuals are not the same. According to him an intersex child has a hormonal/biological problem 
because of which the child cannot be categorized into either of the true sexes, whereas for a 
transgender individual the problem is purely psychological. Since there are no hormonal/biological 
factors that cause an imbalance in their body thereby pushing them to choose the opposite gender 
as their identity, Dr. Sharat referred to transgender individuals as having a psychological problem.    
Every doctor I interviewed, for my research had strongly stressed on this differentiation between 
transgender individuals and intersex individuals, and all of them had given same explanations as 
reasons for the differentiation.  
Even if we choose to differentiate a transgender individual from an intersex individual based on 
this logic, the fact that acceptance of both these sex/gender variations is limited in our society 
cannot be ignored. Though there are fundamental differences between these gender/sex variations, 
their struggle for basic human rights and a place in the heteronormative structures of the society 
has been on for decades. I believe all of them ultimately wish to be treated as equals to the 
heterosexual genders with the latter accepting and appreciating the fluidity in gender and sexuality 
that naturally exists. Apart from certain fundamental differences among these sections, there are 
also factors like the societies they live in and cultures they follow that influence and navigate their 
struggle in terms of the choices they make and the rights they demand.  
In one of her anthropological works “Neither Man Nor Woman: The Hijras of India”, Serena 
Nanda (1998), for instance, writes that unlike in most Western societies, many cultures and thereby 
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societies acknowledge the existence of multiple genders. She compares these gender variants of 
other cultures with the transgenderism of the West where an individual who wishes to change 
one’s gender/sex can only stay in the transitional stage until he/she is reassigned into the opposite 
gender/sex. In certain cultures of Polynesia, Oman and India however, individuals, like the Hijras, 
who do not abide by or fit into the gender binary existing in the society continue to live as and 
represent an alternative gender. In India particularly, it is true that the Hijras are recognised as an 
alternative gender in spite of being a part of a strong heteronormative society. 
However, despite being acknowledged in mythology and in reality the acceptance these Hijras face 
in our society is minimal. In a society/nation where acknowledgement of multiple genders exists, 
but with minimal acceptance, the everyday life of the individuals adorning the status of an 
alternative gender is most often filled with many obstacles and difficulties. The heteronormative 
structures of our society and the strong beliefs we hold on its universality and supremacy I believe 
is one important reason for the same.  
Through the literature available on intersexuality, I came to realise that individuals who are 
intersex and who wish to identify themselves as intersex were/are forcefully categorized into either 
of the two sexes. Doctors and parents of children with an intersex condition choose to categorize 
the intersex infant into one of the two sexes instead of letting the child grow with the gender/sex 
variation that one is born with. This categorization or gender reassignment happens through a 
process of surgical correction that is done to ‘correct’ the ‘ambiguity’ present in the sexual and/or 
reproductive anatomy of the child. The surgery that is to be performed for gender reassignment is 
preferably conducted before the child begins to store memories more effectively.  
Since the operation is conducted when the child is very young, the choice of consent is not 
available to the child. Parents, as guardians of their children, take this decision after consultation 
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with medical experts. Since intersex is primarily considered a medical condition, the authority that 
the doctors possess in matters concerning intersex is also high. Research too, in the Indian scenario 
on intersex conditions has been largely conducted by the medical fraternity. The focus of these 
studies is almost entirely on the medical aspects of it. A socio-cultural perspective of a medical 
condition like CAH has hardly been recorded. If a recognized medical condition is viewed from 
an anthropological perspective a more in-depth understanding of CAH could be obtained. This 
could also help us understand the reasons behind the choices people make with regards to 
intersexuality. Additionally the medical construction of intersex and the role parents and doctors 
play in doing so can be studied while also understanding the influence medicine and culture have 
on each other. 
 
OBJECTIVES OF THIS STUDY 
 
 To identify the influence intersex conditions have on various social institutions and 
organizations like family, kinship and marriage. 
 To identify what terminology is used to refer to an intersex condition and why the said term 
is preferred over the others.  
 To study the treatment protocol for intersex condition followed. 
 To explore and understand the socio-cultural and medical experiences of intersex 
individuals, their families and doctors. 
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REVIEW OF LITERATURE 
Aiming to see if I could gather some secondary data on intersex conditions, I began to look for 
literature on intersex in particular and on other related topics as well. As per our plan, I first began 
looking for articles in related journals. The idea was to go journal by journal so that we would not 
miss any available data on intersex. Therefore, I began reading all the articles that were available 
on intersex and related topics published in one particular journal before moving on to the next 
journal. Some of the journals covered were Body & Society, Gender & Society, Signs, Sexualities 
and Culture, Health & Society among others. Once we thought we had read a fair amount of articles 
we moved to books.  
From all this reading, I managed to build an overview of intersexuality. The constant influence of 
science and culture on each other and consequently on the various facets of life was clearly visible 
in the arena of intersexuality. This association of science and culture, I believe, has enabled the 
formation of many a complex structures in our society and has in turn created trouble for 
individuals, groups and communities who wish to form new spaces for themselves in these existing 
structures or sometimes even wish to break them. Many times these structures have also become 
chains of bondage where people forcefully or due to lack of choice take up identities that never 
according to them truly defines who they are.  
A striking fact is that majority of the research on intersex conditions is clustered in the American 
and European nations, while very little has been researched on the same in the rest of the world, 
like India for instance. Except for a few newspaper articles and reports published by organizations 
working for the LGBTQI minimal or no data can be found regarding Intersex in India. Clearly 
more research and more awareness on intersex issues seems to exist in the West. America has 
especially been the heart, if I can say so, of the research on intersex. While all these articles and 
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books indeed provide an overview of intersex conditions, they are largely voices and experiences 
of the people living in the West. Since the culture of a particular society or nation has a strong role 
to play in the shaping of lives, identities and existence, data on intersex conditions in India or even 
the South Asian nations could have helped in providing a different picture of the same condition. 
Nonetheless, I am glad that I could find so many sociological and anthropological works on 
intersexuality, even though they were majorly from the West, because that way I found huge 
support in trying to establish intersex as a sociological concept/condition over a medical one.   
Historical Evidence 
Intersex is not a condition that has come into existence recently. Rather, it has been present ever 
since the existence of humankind and many scholars have written extensively about its history in 
their works. Anne Fausto-Sterling (1993) states that the term hermaphrodite is derived from the 
Greek words Hermes and Aphrodite. Tracing its origins in the Greek mythology she states that 
Hermes refers to the messenger of God, the protector of livestock, controller of dreams and the 
patron of music while Aphrodite refers to the goddess of sexual love and beauty. As per the Greek 
mythology Hermaphrodite is the offspring of Hermes and Aphrodite who took the shape of a half 
male and half female at the age of 15 after he fell in love with a nymph. Apart from tracing its 
origins to Greek mythology, Fausto-Sterling also identifies reference to intersex in the Bible which 
states that Adam was a hermaphrodite before he fell from God’s grace to become two individuals, 
a male and a female. Plato’s work too, is written evidence of the existence of three sexes namely 
the male, female and the hermaphrodite in the society until the third sex disappeared with course 
of time (Fausto-Sterling, 1993). Reference to intersex condition in the Jewish law book of Talmud 
is also proof to the fact that intersex is as old as humans themselves are. Apart from these 
references, studies conducted (Edgerton, 1964 and Imperato & Imperato, 2008) on African tribes 
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like, Pokot, Bamana and Maninka present an outlook into the indigenous mythological origins of 
hermaphrodites.  
The term intersex, however, has been a much recent choice of nomenclature used to refer to 
individuals with ‘atypical’ reproductive and/or sexual anatomy. Until 19th century, the term 
hermaphrodite was used before the concept of ‘true’ sex came into being. Hermaphrodites were 
classified into true hermaphrodites, male pseudhermaphrodites and female pseudohermaphrodites 
(Feder & Karkazis, 2008). A true hermaphrodite was one who had both male and female functional 
genitalia, i.e., someone capable of impregnating oneself (Fausto-Sterling, 1993). When the term 
intersex began to be used in the 20th century it became a synonym to hermaphrodite and it was 
also used by individuals who did not identify with either of the two ‘true’ sexes.  
Thomas Laqueur (1992) ( cited in Karkazis 2008, 33) writes on his ideas of a one sex model where 
he argues that sex in the pre-modern times was understood more in terms of similarities than 
differences. According to his one-sex model the woman was believed to be an imperfect man, 
rather than being considered another gender/sex altogether. His idea as a historian I believe was to 
say that sex was looked at differently in the pre-modern times as opposed to the contemporary 
times. However, the idea of ‘true’ sexes has carried forward to contemporary times, to now present 
itself as a binary where only two ‘true’ sexes exist. It does not really matter though, if one of the 
two ‘true’ sexes is treated any less than the other, for the binary continues to exist and function 
without hassle. When on the one hand the society makes it hard for the female ‘true’ sex to 
establish a status of equality with the male ‘true’ sex, it on the other hard certainly dismisses the 
existence of other alternative genders/sexes. While the female ‘true’ sex experiences exclusion at 
one level, the other alternative sexes/genders experience it at another level. Or should I rather put 
it as a crisis of inclusion.  
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But do we really need a true sex? Foucault (1980) begins his introduction to Herculine Barbin’s 
memoir with this very question. He goes on to state that the Western society has chosen to answer 
in the affirmative and that it has been a long time since hermaphrodites were asked to or rather 
made to fit into one of the two ‘true’ sexes. Katrina Karkazis (2008)  in her book “Fixing Sex”, 
while trying to trace the existence of hermaphrodites and place them in the gender/sex structure, 
writes on other models of sexes that historians had suggested post Lanqueur’s pre-modern one-sex 
model. Lorraine Daston and Katherine Park (1995) (as cited in Karkazis 2008, 33), proposed two 
competing views on hermaphroditism in the early modern times. The Hippocratic view suggests 
that hermaphrodites are exactly an intermediate sex between male and female, whereas the 
Aristotelian view suggests that an individual's true sex can only be either a male or a female and 
this dismissed the individuals with ambiguous genitalia. Though all these were conceptual ideas 
of how gender and sex were understood in the earlier times, it is definitely clear that intersex or 
hermaphroditism, as it was then called, is not a contemporary concept. It is evident from the 
historical writings that intersex individuals have survived since long and that it is the perception 
on intersexuality that has constantly changed, along with the change in the nomenclature used to 
refer to intersex individuals or intersex conditions. 
Biomedical Approach to Intersexuality 
The term intersex itself is heavily laden with a lot of meaning and many regard it as an umbrella 
term for various conditions that deviate from the Platonic ideal of physical dimorphism at the 
chromosomal, genital, gonadal, or hormonal levels (Fausto-Sterling, 2000). While some are 
content with the term intersex few others believe that the term is very vaguely used and 
misunderstood by people and hence is not beneficial to the intersex community itself. Today, 
though intersex is the term that is largely used, Disorders of Sexual Development (DSD) has been 
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suggested to refer to individuals with an intersex condition.  Ever since the change of terminology 
has been issued in the Chicago Consensus Conference held in the year 2005, DSD has been 
popularly accepted and used by the medical fraternity. While the medical fraternity stated that 
using DSD would help generate a better treatment protocol for intersex conditions, the intersex 
individuals themselves believed the term only stigmatizes them ever more.  
The terminology and by default the language used indeed have a strong influence on the 
perceptions people make and have of intersexuality. The term ‘disorder’ in Disorders of Sexual 
Development carries a heavy connotation that intersex is a pathological condition and that it 
requires treatment for existence and cure. Challenging this very idea that intersex is a disorder, are 
many intersex individuals and others who believe the heteronormative structures of the society 
have constructed these ideas and definitions of intersexuality that display only one side of the 
story. Karkazis (2008) in fact believes the term intersex is in itself heavily laden with the ideas of 
gender/sex binaries, for it is coined with reference from the ‘natural’ binary model where ‘intersex’ 
as a term very aptly creates a category that falls in between the two ‘true’ sexes.  
Sterling (1993) states that sex is a continuum. Yet then, why do we insist on categorizing 
individuals into accepted categories that are formed in accordance to certain norms, despite the 
fact that certain individuals identify outside of these established binary categories?  I believe the 
idea of average that eventually becomes the norm is one major reason for this insistence on 
categorization. George Canguilhem (1991) in his book “The Normal and the Pathological” talks 
about how according to him social norms influence medicine with the ideas of ‘normal’ and 
‘pathology’. Focusing largely on the influence of social norms on medicine Canguilhem writes 
that ‘normal’ for physiologists is determined by average and establishing a norm in purely 
biological terms is hard for each one’s biological condition is different and forming an average 
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will only lead to variations going unnoticed. If then social determinants are used to create or 
strengthen the norms that determine the normalcy and abnormality of the human body it becomes 
essential to question the universal constructions of normalcy and pathology that govern the legal, 
social, medical and every other aspect of one’s life. Yet the majority of the population sticks to 
following the norms and as a result pathologizes the hence defined ‘abnormal’. The very use of 
the term ‘Disorders of Sexual Developments’ to refer to intersex conditions is a result of this 
pathologizing.  This clearly explains why Canguilhem believed medicine was highly influenced 
by social norms. Almost every scholar who has worked on intersexuality has addressed how the 
socio-cultural factors play a major role in influencing medical constructions of many biological 
conditions.  
The established treatment protocol for intersex conditions followed is also a result of this 
pathologizing. Though intersex conditions in the current century are considered medical, the 
treatment protocol associated with it is greatly influenced by the cultural norms existing in the 
society. As soon as an infant is born with ambiguous genitalia, the surgeons consider it an 
emergency situation where they believe it is of dire necessity to categorize the new born into either 
of the two sexes/genders. The most common and desired means of achieving this is through 
surgical ‘correction’ of the ambiguous genitalia along with hormonal treatment.  
John Money, a psychoendocrinologist, in the 1950s worked closely with individuals diagnosed 
with intersex conditions and concluded that both biological and socio-cultural factors play a major 
role in the formation of an individual. Having witnessed a number of cases of intersexuality, 
Money came to a consensus that the genital ambiguity of an infant can be treated and that it lies 
entirely in the hands of the physician. Having said that gender socialization plays an equal role in 
gender establishment as the biological factors, Money believed that gender is socially malleable 
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and that it is essential to conduct surgeries to make the intersex infant either a boy or a girl and 
gender socialize them to avoid any stigma (Preves, 2002). And, to assign a gender Money used 
external genitalia to determine whether the child should be assigned into the male or female gender. 
Additionally, he believed that surgery has to be conducted within two years of birth. 
Until this date, the treatment protocol that Money suggested is used without much contestation. 
John Money’s works have been regarded as the gospel by many surgeons treating intersexuality. 
Suzzane J. Kessler in her paper “The Medical Construction of Gender: Case Management of 
Intersexed Infants” quotes one physician as saying "I think we [physicians] have been raised in the 
Money theory” (Kessler 1990, 8). While performing the surgical correction, surgeons are 
concerned with two essential social factors that will determine the gender of the intersex infant. 
Kessler (1990) states that the surgeons try their level best to remain as objective as possible while 
taking decisions on gender assignment, but they end up failing to do so. Though the surgeons are 
of the belief that their decision is medically driven, it is in fact culturally driven. The socio-cultural 
factors that influence the surgeon are visible when they make gender assignment decisions. Gender 
assignment surgery then becomes a cultural understanding of gender and not a medical one. 
Cultural factors like the accepted size of the genitals throw light on the fact that aesthetic 
appearance of the genitals is given more importance over the biological functioning of it. Based 
on the size of the penis/clitoris and/or the reproductive capacity of the child, the gender is assigned. 
An enlarged clitoris and a micropenis for instance are not considered ‘normal’ and therefore 
surgically corrected. 
With the technological developments, identification of minute details or specificities of an 
individual has become easier. While on the one hand these technological developments have 
proved to be beneficial in treating certain medical conditions, they have not entirely proven 
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beneficial in the treatment of intersex conditions. Some scholars are also of the opinion that these 
technological developments have shifted the authority and decision making power entirely to the 
doctors. Sharon E. Preves (2002) in her paper “Sexing the Intersexed: An Analysis of Sociocultural 
Responses to Intersexuality” writes that prior to the 20th century there were more cases of 
home/natural births and as years progressed physicians were approached for assistance in delivery 
and this was aided by the development in technology like the invent of forceps and opium. The 
physicians now had access to what was earlier a private world of childbirth with more and more 
families choosing to take assistance from the physicians due to the presence of the above 
mentioned technological developments with the latter. She describes through her paper that it was 
in the late 18th century that these medical inventions began gaining authority over the human body 
largely as a result of the development of the science of taxonomy. This she adds influenced how 
medical practitioners viewed and treated human bodies. Additionally, many scholars also believe 
that most of the control and decision making power is retained by the team of physicians typically 
involving urologists, paediatricians, paediatric endocrinologists, surgeons and psychologists in 
some cases.  
Technological developments have proved to be beneficial to some extent in the case of CAH. 
These developments have enabled the diagnosis of CAH while the mother is just a few weeks 
pregnant with a child. Since CAH is a genetic condition along with also being life threatening if 
gone untreated, doctors believe it is important to diagnose it as soon as possible. If the tests are 
done and diagnosis made, then the fetus can be treated while it is still in its mother’s womb. If the 
parents wish, they can also choose to abort the baby diagnosed with CAH. Sterling (2000) calls 
this treatment the ‘prenatal fix’.   
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Kessler (1990) writes that the diagnosis involved in the intersex condition may most often involve 
assessment of chromosomal sex and the gender ambiguity producing syndrome, cytological 
screening, hormone, gonadotropin and steroids evaluation, radiographic genitography, 
chromosomal analysis, digital examination and assessment of serum electrolytes. After thorough 
assessment, the child must be taken for surgery and assigned a gender. Kessler however states that 
since the diagnosis of intersex condition is time consuming and the physicians are advised to assign 
gender as soon as possible, they face a dilemma. An endocrinologist interviewed says,  
"We've come very far in that we can diagnose eventually, many of 
the conditions. But we haven't come far enough.... We can't do it 
early enough. . . . Very frequently a decision is made before all this 
information is available, simply because it takes so long to make the 
correct diagnosis. And you cannot let a child go indefinitely, not in 
this society you can't.... There's pressure on parents [for a decision] 
and the parents transmit that pressure onto physicians." (Kessler 
1990, 13) 
 
Since the diagnosis takes time, the parents are advised by the physicians to delay the announcement 
of their child’s gender. The physicians also ensure that the parents are taught how to deal with the 
condition. Kessler (1990) says that there are four key factors that help in ‘normalising’ the process. 
Firstly, the physicians explain the process of fetal development, though each physician might have 
a different way of doing it. Secondly, the physicians emphasize on other aspects of the 
development of the child that are ‘normal’. Thirdly, they explain to the parents that it is the genitals 
that are ambiguous but not the gender per say. Lastly, the parents are told that socio cultural factors 
are more important in gender development than biological factors. Kessler (1990) states that the 
parents are in short taught Money’s theory of gender development and in process are oblivious to 
the contradiction present in the notion of this theory that ‘natural’ gender has to be created 
artificially. 
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Parents of children with intersex condition are most certainly worried about the future of their 
child for there is no way they could be completely assured of a future with no complexities. No 
research has been able to show results that had intersex individuals living a life with no 
complexities. While some faced difficulties in accepting their identity some others felt they were 
wronged by being assigned into a sex they did not comply with. Parents wish for their children to 
live a life devoid of any stigma attached to them and this reason becomes the major push behind 
the decision to go for surgical correction or gender reassignment treatments. According to Karkazis 
(2008) the doctors also do not wish that stigma be attached to these newborns and in the process 
of trying to ensure that it does not happen, the doctors suggest the best possible solution that is 
available to them. For decades now the doctors have also been thought that the best way to handle 
intersexuality is to surgically correct it and with technological developments they have also gained 
confidence that it could be done with much precision. The doctors wish that the intersex children 
grow up to have a ‘normal’ life post their operation like anybody else. Dr. O, a pediatric urologist 
interviewed by Karkazis says: ‘‘If they are able to get married, have babies, live a normal life, then 
I feel I have done my job’’ (Karkazis 2008, 141).  Yet somehow, with the authority that a doctor 
possess it becomes highly impossible to look at intersexuality outside of a medical lens.  
Karkazis (2008) in her book discusses the experience intersex people faced during childhood and 
adulthood. Surprisingly she finds out that the very anxiety, confusion and embarrassment that the 
parents did not want their children to face, is what most of these children very much experienced 
after undergoing surgery. She writes that firstly there is hardly any communication between the 
children and the parents/doctors regarding the surgeries or the condition in general. Secondly, the 
discomfort and the pain that is associated with the surgery and the frequent checkups and physical 
examinations that follow are also not spoken about. While parents and doctors are more concerned 
15 
 
about ‘fixing’ the intersex child medically and physically, they fail to realize that their treatment 
methods can cause psychological distress in the child and sometimes even in the parents 
themselves. In Sterling’s (2000) words, the ‘psychological fix’ is a very essential aspect of the 
treatment protocol which many doctors miss. 
Feminist Outlook on Gender and Intersexuality 
The society we live in today has a clear dominance of the heteronormative structure. Irrespective 
of the acknowledgment of an alternative gender, the heteronormativity is so overpowering that the 
acknowledgement has almost no value anymore. Judith Butler (2004) in her book “Undoing 
Gender” talks about how transsexual individuals will have to accept that they have a Gender 
Identity Disorder (GID) if they need to get surgically reassigned. A strong sense of binaries have 
been formed and established that encourage the idea of ‘true’ sexes in our societies. This leads us 
to another much related topic of discussion on gender by large and the notions of normality and 
abnormality that it carries along with it.  
Judith Butler’s “Undoing Gender” explains the rationale behind the choices people make in 
identifying with a certain gender along with the factors that influence them to make these decisions. 
In the very beginning of her book Butler (2004) writes on how as individuals living in a 
heteronormative society that exhibits minimal flexibility, we need to make certain choices after 
much consideration. She says, 
“If I am a certain gender, will I still be regarded as part of the 
human? Will the “human” expand to include me in its reach? If I 
desire in certain ways, will I be able to live? Will there be a place 
for my life, and will it be recognizable to the others upon whom I 
depend for social existence?” (Butler 2004, 2-3) 
 
16 
 
The focus of the essays in her book is to see what the result would be when the heteronormative 
ideas on sex and gender are questioned. These gender and sex normatives, Butler says, can negate 
one’s personhood and when erased can create new identities. According to her, what we speak of 
as ‘my gender' is not entirely our own conceptions and understandings of our gender but that they 
are those authored by the larger society. The idea of recognisability, she believes, has an important 
role to play in this. Recognisability is again, not formed individually by one person but is rather 
formed in accordance with one’s social environment. Since we humans desire for recognition we 
may choose to overlook what or rather who has actually built our understandings of gender and 
sex. This desire for recognisability might then push individuals to choose a gender/sex that may 
not satisfy their ideas of who they believe they are.    
There are these accepted gender categories that individuals are expected to fit into and when 
individuals for various reasons fail to do so, the act of dehumanization occurs. Some bodies are 
not considered human in the first place due to certain anatomical variations that differ from 
dominant conceptions of what and who a human is. Dehumanization of the individual starts right 
there, according to Butler. Multiple gender identities have always existed but never recognized 
beyond the normative binaries. Connecting it to the idea of gender regulations Butler states that a 
norm in a social context acts as a factor of normalization. Identifying something/someone as being 
outside the norm is also done with reference to the already existing norm. In her words “A body’s 
sex is simply too complex. There is no either/or. Rather, there are shades of difference” (Butler 
2004, 6). 
Yet, as stated earlier, children born with ambiguous sexual/reproductive anatomy are surgically 
‘corrected’ and assigned a sex that according to the doctors best fits the intersex child. The 
treatment protocol for intersex conditions has hardly faced much contestations except from 
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intersex individuals themselves who have felt the brunt of the treatment. Organizations like 
Intersex Society of North America (ISNA) that work for the rights of the intersex individuals 
protest against the treatment protocol of intersex conditions. However, largely the majority of 
people including doctors and parents believe surgical reassignment is the best possible solution. In 
the process of not wishing to see these intersex children growing up with stigma and psychological 
distress, doctors perform surgical ‘corrections’. They fail to realise that many surgically corrected 
intersex individuals continue to face psychological distress as a result of these surgeries.  
Cheryl Chase, is an intersex individual who has fought, questioned and destabilized the 
heteronormative gender structures of the society, further extending her hand in support of those 
like her who feel wronged and caged by the society when forced to fit into the sex/gender binaries 
of the society. Chase, the founder of Intersex Society of North America (ISNA), was born a boy 
or rather identified as a ‘deformed boy’ by the doctors at the time of her birth. A year later the 
doctors told her parents that she was actually a girl with enlarged clitoris. Soon an operation to 
remove her clitoris was done and her parents were asked to shift to a new place and destroy any 
photos of her taken between the time of her birth and the sex reassignment operation. Her story 
clearly narrates how intersex is perceived by the doctors and the society in large; as a deformity or 
abnormality that has to be cured.  Chase believes that doctors by asking parents to not discuss 
about this diagnosis attach a sense of shame and stigma to the condition and to the people with this 
condition because of which not many people come forward to talk about it. Chase says that in the 
process of ‘normalizing’ the intersex child the doctors have forgotten to ask intersex individuals 
what they want. Chase hence states that a better way to deal with intersexuality is to let the child 
decide on what has to be done once the child grows up. She however does not wish for the child 
to be brought up with any sexual ambiguity. Instead she believes it will be beneficial to the child 
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if he/she is brought up as a girl or a boy and is given the freedom to make a decision about his/her 
anatomy once he/she is mature enough. But for us to begin incorporating this approach for treating 
intersexuality, we need to find ourselves flexible to bend the heteronormative structures existing 
in our society. Our very notions of what is normal and what is pathological have to be redefined.  
This research is an attempt to throw light on the array of sexualities and genders that is present in 
our society. A number of researches on the lesbian, gay, bisexual, transgender and queer 
communities have been done with each focusing on varied aspects of the lives of LGBTQ 
individuals. Research on intersex, however is scarce and especially so in India. This research tries 
to bridge that gap in the existing literature on gender and sexuality in the Indian context by 
highlighting the necessity to view the various medical and social complexities that are associated 
with an intersex condition like CAH. When a child with a hormonal condition such as CAH is 
‘normalised’ and categorized into the sex/gender binary through surgical corrections, the focus on 
the varied sexuality outside of the normative that the child may have otherwise represented is 
disturbed. This reinforces the existing strong beliefs on heteronormativity in addition to 
categorizing the sex/gender variations as ‘abnormalities’ or pathological conditions that need 
immediate medical intervention. To my knowledge, no sociological or anthropological study on 
intersexuality in India has been published making it an arena that is yet to be explored and this 
research opens the doors to further such researches on intersexuality in India from an 
anthropological perspective.  
 
METHODOLOGY 
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I decided to conduct the research in Chennai, Tamil Nadu, since Dr. Sharat, the Endocrinologist 
who introduced us to CAH (the most common intersex condition) is based in Chennai and he had 
also agreed to help us with the research. Additionally, having lived in Tamil Nadu for over 18 
years, I speak Tamil fluently. Being able to converse with people in their local language I believe 
helped me better in the communication process and thereby the process of data collection.  
I set out to Chennai on the 4th of May, 2017 and by the 7th I had gotten an appointment with Dr. 
Sharat. I met him post his working hours at his clinic to discuss my research with him. After 
listening to what I was aiming to find out through the research he agreed to share contact details 
of as many doctors as he could. 5 doctors he knew had agreed to meet and help me with my 
research. In all I had contact details of 6 doctors (including Dr. Sharat) with whom I met for my 
research. Out of the 6 doctors 4 are endocrinologists, 1 is a pediatrician and 1 is a surgeon. In the 
two months of fieldwork I did, I managed to speak to all the doctors, except the surgeon whom I 
could not meet. 
Families of children with CAH that I met were also contacts of Dr. Sharat. Almost all the 13 
families I met have been regularly visiting Dr. Sharat for the treatment of their children. Dr. Sharat 
had personally contacted each of these 13 families and arranged a meeting with them. He insisted 
on doing it himself for he knew his patients trusted him and that they would agree to help me if 
they know that I am known to him. At least one child in each of these 13 families was diagnosed 
with CAH. Out of the 13 families, 7 families had male children with CAH and 6 families had 
female children with CAH. And out of the 6 families with female children diagnosed with CAH, 
3 families had more than one daughter diagnosed with CAH and 1 other family was expecting 
another child with a definite CAH condition (refer table (i), (ii) & (iii)). In all this, I was able to 
speak to only 1 adult female with a CAH condition while the rest of them were too young to be 
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interviewed regarding their condition. Except for one teenage female with CAH none were aware 
about their condition as well. While some parents had decided to reveal details to their children 
about their CAH condition, few others decided to never speak about it to their children.  
Apart from insisting on contacting the parents himself, Dr. Sharat also insisted that I meet with 
these families in his clinic, as he felt these parents would be comfortable with him around because 
he knew they trust him. Despite being aware that he will not be sitting in the room where the 
interview will be held, he felt the parents will feel comfortable in his clinic. Though I would have 
otherwise preferred to meet these families in their respective residences, I agreed to meet them in 
the Clinic for the sole reason that Dr. Sharat was very particular about it. However, I was able to 
meet two out of the 13 families in their respective residences. One of the basic differences in these 
two settings was the presence and involvement of other family members, especially grandparents 
in the interview. The presence and involvement of grandparents in the conversations added 
richness to the data on the collective experiences of the immediate family in dealing with and 
understanding CAH. Additionally, in their homes families felt comfortable and took the liberty to 
engage in other household activities while speaking to me about their experiences of raising a child 
with CAH. The conversations happened over a cup of coffee and some snacks in both the houses 
with parents showing pictures of their children and narrating instances pointing at the exact place 
in the house where it occurred. In a clinic, it was mostly both the parents, sometimes it was only a 
parent, who would be present to share their experiences. Nonetheless, I was extremely glad and 
thankful that so many families had willingly agreed to be a part of my research.  
Before I began my fieldwork, I was a little worried in terms of whether people will be willing to 
talk to me, a stranger, about something like CAH, which they otherwise conceal from even their 
own family and friends. I was however pleasantly surprised with the trust these families showed 
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on me when they shared very painful experiences of their toughest times. While I feared that the 
clinic as a space would create some inhibition in the parents about sharing many details, it did not 
appear to do so largely. One of the reasons for this is, I believe, the trust that these families have 
on Dr. Sharat. They were comfortable to discuss their experiences, complaints, fears and hopes in 
that space. As a researcher, however I had to first establish myself as an individual who they can 
trust. All these families asked me why I was researching on this condition and if my research will 
be beneficial to their children in any way. As I was going through Dr. Sharat it was assumed I was 
a medical student and parents wondered if my research is going to help find the reason for this 
condition to occur and provide a cure for the same. I had to then clarify and re-introduce myself 
as a research scholar from the ‘arts’ background and explain to them the indirect benefits that this 
research will provide for them and other families who may have children with CAH in the future. 
The clinic itself is located in Chennai. A couple of doctors I believe have rented a two bedroom 
flat in an apartment and have converted it into a regular endocrinology clinic. The apartment is 
located in what appeared to me as a very small gated community. This fully air- conditioned clinic 
had three rooms, for three doctors and a reception- cum- waiting hall for patients. I usually went 
to the clinic for my meetings on days Dr. Sharat was available. I was given a room so that I could 
carry on with my interviews without any hassle. Since the room I was given was that of another 
doctor’s, it had everything that a doctor’s consultation room should have like a table, 3 chairs, a 
small stool close to the doctor’s chair for the patient, a bed and a table with a few medical tools. I 
tried my best to not make the meetings appear like a consultation by slightly moving the doctor’s 
chair (which I used) away from its original place and placing it where the small stool for the patient 
is kept. This way I hoped to make the interaction as informal as possible.  
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Apart from the clinic, I also met two families in their residence. While one of them lived in 
Chennai, the other lived in Tiruchirapalli. In both these families, I happened to meet the maternal 
grandparents of the children with CAH. Like stated earlier there was more scope for interaction 
with grandparents in their residences than in clinics and they too voluntarily pitched in and shared 
their experiences in understanding CAH with me. Additionally, conducting interviews in the 
comfort zone of these families created an informal environment that thereby influenced the 
conversation we had on CAH for the good.  
I also happened to meet an intersex activist from Tamil Nadu as part of my research but I will not 
be using any data collected from him for the purpose of my research. I was sent an email a few 
weeks after my interview, by one of the members managing the collective that the said intersex 
activist helped establish telling me that the activist does not wish to share any details with me 
anymore and using the already collected data in my research will mean I will be taken to court. No 
reasons were given for suddenly withdrawing from the research and I shall not talk further about 
this here.  
Semi structured interviews were used throughout the research to gather details on intersex. 
Interviews with each respondent were held in privacy. Hearing from the very people who have 
experienced living with and caring for a child with an intersex condition was to my knowledge the 
best possible way to gain some understanding of the various aspects of intersexuality. A list of 
questions that could possibly be asked to doctors and those that could be asked to the families of 
intersex children was made. Though questions were not posed verbatim as in the questionnaire, 
they were asked in accordance to the response of the participant. Apart from conducting interviews, 
I also tried to use observation as a tool for collecting data wherever possible.  
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CHAPTER II 
THE FAITH IN BIOMEDICINE 
After analysing the data acquired through interviews conducted on parents of children with CAH 
and their doctors, I have come to realise the impact biomedicine has had and continues to have in 
the entire process of understanding, defining and constructing CAH. Biomedicine has a 
fundamental role in matters concerning CAH beginning from its diagnosis to its treatment and its 
prevention. As doctors possess an authoritative knowledge on biomedicine they have an eminent 
role to play in this set-up in terms of taking decisions associated with CAH or any other condition 
that has been medically identified and defined. Anita Peerson (1995) in one of her works discusses 
the views held by Foucault on modern medicine that have partially resonated in the narratives 
analysed for this study. According to Foucault, knowledge is synonymous with power and with 
physicians and surgeons acquiring knowledge on medicine, a power relationship develops between 
them and their patients. The physicians/surgeons possess greater power over their patients who 
have little or no knowledge on medicine or any related aspects of it. This way the patients’ 
dependence on the experts grew, enabling the latter to have an almost exclusive say on matters 
concerning medical health or conditions. Such was the influence of biomedicine on parents with 
CAH children and the children themselves that a strong sense of dependence on it was observed.   
While this knowledge that the doctors own has been an essential factor in building a rapport 
between the doctors and their patients, there are other associated factors that strengthen this 
rapport. Nitcher and Nordstorm (quoted in Narasimhan, 2013) address the factors necessary to 
build a practitioner-client communication in one of their works. According to their research, apart 
from the practitioner/doctor’s knowledge of the body and medicine, his/her ability to empathise 
and build a rapport with the patient also becomes important in seeking healthcare (ibid.). Closer 
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home, in a similar research done in Chennai, Tamil Nadu by anthropologist Narasimhan (2013) on 
the problems involved in practitioner-patient interactions, the belief in “kairaci” of the doctor as 
an essential factor in establishing the practitioner-patient communication was highlighted. She 
threw light on how the “kairaci” or good fortune of the doctor became an important factor in 
building faith or “nambikai” of the patients on their doctor.  
Parents interviewed for this research, however, did not consider their doctor’s “kairaci” as an 
essential factor to develop “nambikai” on them. Their faith was largely built by their doctor’s 
medical knowledge and his/her empathising and listening skills. This faith also influenced parents’ 
decision to consider and continue with the biomedical treatment process for CAH. The parents 
interviewed said that when their doctor patiently listened to their concerns and made an effort to 
understand them while also ensuring that everything about their child’s condition will be taken 
care of or brought under ‘control’ the parents felt relieved and confident. Additionally a sense of 
faith or “nambikai” on their doctor arose when the later took efforts to explain CAH using 
understandable and relatable terms instead of medical jargons.  The father of a boy with CAH said  
He (doctor) explained to us that this is the problem the very first 
time he saw my son. That is, instead of just checking the problem 
and giving treatment he drew a diagram and showed us. We do not 
know any medical terms. So he explained to us why this occurs, 
what are the problems because of which this occurs and what are the 
problems that occur because of this and why this happens… 
While the biomedical knowledge that the doctors hold is trusted and looked up to, certain 
difficulties arising in providing the right diagnosis of and treatment for CAH by the doctors have 
led to disappointment in and criticism of the doctors. CAH is an autosomal recessive disorder and 
can be broadly categorised into two types namely, salt losing forms of CAH and non-salt losing 
forms of CAH. According to Dr. Sharat, an endocrinologist, salt losing forms of CAH are 70-80% 
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predominant over non-salt losing forms of CAH and the symptoms with which they may present 
themselves also vary. For instance a child with a salt losing form of CAH may present symptoms 
such as vomiting, dehydration, hyperpigmentation and poor salt reabsorption soon after birth, 
whereas a child with a non-salt losing form of CAH may be passed off as a ‘normal’ child.  He 
further adds that “when they are not salt losing and if it is a male you can’t identify (CAH), he will 
be passed off as a normal male and sent home at birth. In case of females because of the ambiguous 
genitalia you may pick (it (CAH)) up.”  
Diagnosis of CAH could be hard for it usually presents itself either as early as days or months after 
birth or in a couple of years after birth or around the age of puberty depending on the form of 
CAH. Most often, there is a misdiagnosis and it is here that the doctor’s ability to use the 
biomedical knowledge that he/she possesses is questioned. If the doctor is well versed with CAH 
then the diagnosis will be immediate, but when the doctor or the team of doctors are unaware of 
such a possibility a misdiagnosis occurs leading to deterioration in the child’s health. Dr. Sharat 
states that when a child is taken to the doctor for consultation the consulting doctor must feel 
“lucky” if he/she can think of this condition (CAH) as the reason behind the illness. If not, the 
diagnosis of the condition may be missed. Adding to this he says 
In big hospitals it is a very common diagnosis. In rural hospitals may 
be the doctor’s training may not be…they may not see this patient 
at all…Who sees CAH? You don’t expect every doctor to know 
CAH in great detail. But suspicion should be taught to them (doctors 
in rural areas) and updated. So they have to refer to a bigger hospital. 
Surprisingly, couples who delivered their children in a ‘big’ hospital most often did not have the 
right diagnosis either. A couple of parents whom I interviewed said that when they questioned the 
doctors about the ‘unusual’ dark skin that their child was born with, the doctors simply responded 
by saying it is ‘normal’ or ‘natural’. Mr. Peter, the father of a girl with CAH said, “She was very 
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dark skinned. When we asked them about it they said that few children are born that way. They 
did not say anything else about it”. Medical professionals could not pick up symptoms such as 
hyperpigmentation, which the parents could. But that they were able to identify the dark skin 
colour as ‘unusual’ speaks volumes on how the cultural values of normativity have influenced 
individuals’ perceptions. When the parents returned in a few weeks, after they were discharged 
from the hospital, with their children having continues vomiting, indigestion or dehydration the 
doctors realised there is something to be tested and therefore either took the tests themselves or 
referred them to other specialists. Most of the parents that I met had begun treatment with Dr. 
Sharat after being referred to by other doctors. 
At times even if the doctor diagnosed CAH at an early stage, the treatment provided for it was not 
essentially right and this lead to certain complications in the child’s health.  A couple, from 
Pondicherry, who claimed to have consulted at least 20 doctors with the hope of finding the right 
doctor to treat their child’s condition said  
     ….one of the main things in this is that doctors have not given 
the correct dosage (of medicine) for kids who are affected 
similarly (with CAH)…There were a few doctors who treated 
him (their son) and when they treated him they did not give the 
dosages properly. Then pimples started appearing on his face. He 
got them on his back also. This affected his studies. When 
studying with other boys he will look a little different and he feels 
bad a lot. Our humble request is that doctors treating patients like 
this have to take good care. They have to write the correct dosage. 
One other parent, Mr. Aravind who had a rather amusing way of speaking shared some of the 
experiences he had relating to doctors and CAH children. He said “I must have seen around 4-5 
MBBS doctors and none know of this (CAH).” One day he had taken his 11 year old son to a 
doctor in his vicinity to get an injection for CAH. His family doctor who usually gives his son the 
injection was out of town and it was necessary that the injection be given that very day. So, he 
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decided to take his son to the other doctor in the locality who according to him had a long list of 
degrees and specializations put along with his name in the name plate. In his words 
He (doctor) in fact got scared. When we told him we need his help 
to give this injection he said he will not give it without a 
prescription…So I went home, took the prescription and showed it 
to him. So he took the box and saw the price of the injection. The 
MRP would be 12,000/-…He got perplexed/scared when he saw 
Rs.12,000. He said he will not give this costly injection. So I told 
him, you were right when you said you will not give the injection 
without a prescription because some other doctor has prescribed it. 
So I got the prescription. Why are you not giving it now? He said 
you go to that doctor and take it. So then I asked him if he studied 
for MBBS or something else? It is a simple injection, what do you 
mean you will not give it. 
Mr. Aravind was clearly disappointed with the kind of response he had received from doctors, who 
he believed were the experts in matters concerning medicine and whom he assumed would be 
aware of a life threatening medical condition like CAH. It was only after this incident did it dawn 
upon him that not all doctors are aware of the existence of such a condition. He expressed his 
worries regarding the same when he said  
Even an MBBS doctor is not aware of it…They (doctors) might 
have probably learnt it in one of their chapters but they might not 
have learnt it in depth because they do not know about it. If an 
MBBS doctor is reacting like this then how will normal people be 
aware of it? 
A couple of other parents raised similar concerns like Mr. Aravind as well and all of them had 
some experience to validate their concern regarding the same. Clearly, doctors in both rural and 
urban set ups were highly inexperienced in diagnosing and treating CAH. While there were few 
doctors in the city who could derive at CAH looking at the symptoms, some others could not. 
Similarly, while there were few doctors in the semi-urban and rural set ups who derived that the 
particular case needs to be reported to a hospital with better facilities, some others continued to 
28 
 
provide the best treatment they could envisage for the medical condition they had diagnosed.  The 
children with CAH and their families were the most affected in the process. Some parents however, 
understood with time that CAH is a rare condition and hence it is better to seek treatment from 
hospitals where the possibility of similar cases being reported is more. The couple from 
Pondicherry said  
We searched (for doctors) thinking that we will consult someone in 
a big hospital. Either Apollo or Ramachandra. Only here more cases 
get reported. If more cases get reported then the doctor will have 
more knowledge. So if we go to one clinic the doctor will not know.  
Some parents who had consulted a couple of doctors before being satisfied with their current one, 
had complaints about how certain doctors were either unaware of CAH or took advantage of their 
vulnerability in terms of displaying their child with CAH as a model to fellow practitioners. Mr. 
Raghu, a parent of a boy with CAH, was speaking to me about the difficult situations he and his 
wife had to face during the initial years of their son’s diagnosis and treatment. Mr. Raghu has two 
sons and his younger son was diagnosed with CAH nearly 8 months after his birth. He recalls how 
he had noticed that his son was very dark in colour soon after birth. He said “I myself am dark 
(skinned) but he was much darker than me”. When he asked the doctors there, they brushed it off 
saying that it is genetic referring to the skin colour of Mr. Raghu. But when their son was around 
8 months, he and his wife noticed that their second son’s penis was bigger than that of their first 
son’s, when the latter was around the same age. That is when they began consulting various doctors 
and took multiple tests to be soon diagnosed with CAH. After that, Mr. Raghu had consulted 
various specialists before beginning treatment with Dr. Sharat. Referring to a skin specialist he 
consulted and the kind of treatment or rather ill-treatment he and his son received from him, he 
said  
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They want to do some research based on my son…They look at my 
son as an instrument. If we go (for consultation), they start taking 
pictures and make him uncomfortable by doing this and that. For 
example medical students come to see my son (and) they show him 
as an example. They make us an instrument. 
Post this incident Mr. Raghu refused to consult any doctor other than Dr. Sharat or speak to 
anybody regarding his son’s condition. He in fact said that he had come to speak to me only 
because he trusts Dr. Sharat and he personally confirmed with me about the purpose of my study 
before proceeding with the interview. It was only after he shared this incident with me did I 
understand why Mr. Raghu repeatedly asked me if any photographs or video will be taken in the 
process of our interview.  
Despite these initial glitches in the diagnosis of CAH, parents did not let their faith in biomedicine 
deter. These parents did not let such incidents make them question the capability of biomedicine 
in providing treatment for their children’s condition. It is the capabilities of the doctor that they 
questioned, only to soon transfer their trust onto another doctor with the hope that a better treatment 
will be provided to their child, thereby ensuring the continuity of faith in biomedicine. A couple 
of parents however had tried alternative forms of treatment for CAH after receiving suggestions 
from colleagues, friends and family with whom they had shared their child’s condition.  Ms. Latha 
and her husband Mr. Karthik when talking about acupuncture as an alternative treatment for their 
son said  
They said they can find out the problem by feeling the pulse and the 
treatment will be provided by touching and instigating the nerves. It 
was a change for us. Every time there are medicines or injection, so 
when they said that was not required we thought of trying it. If not 
we thought we will come back to medicine. We took a 6-month 
break keeping that in mind. But there was no satisfaction so we came 
back (to allopathic treatment) ourselves. 
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For Mr. Karthik and his wife finding a means to treat CAH without it having any side effects on 
their son’s health was the primary factor that pushed them to follow the suggestion of taking an 
acupuncture treatment. But when the treatment did not show any results they returned to Dr. Sharat 
for his biomedical assistance. The immediate recovery that parents expect from treatments is close 
to impossible in the case of acupuncture or Ayurveda providing more reasons for parents to depend 
on biomedicine. Mr. Raghu said, “If you ask me I don’t believe in Ayurveda at all.  If it is Ayurveda 
it will take a long time to do that and I fear what will happen to him (son) by then. So that is why 
we came here (to Dr. Sharat).” 
In spite of this constant dependence on biomedicine and doctors, parents also exercised their 
agency in terms of questioning the doctor about the treatment provided for their children. Parents 
with the help of internet had built a knowledge base of their own on CAH, separate from that 
provided by their doctor, because of which they were able to play an active role in the decision 
making process of their child’s treatment, thereby putting the ‘authoritative knowledge’ of the 
doctor in question (Georges, 1996). Mr. Kannan, the father of a boy with CAH, who had a very 
systematic way of approaching his son’s condition was talking to me about some of the side effects 
of taking tablets for CAH and how the internet had been a major help in bringing it to his notice. 
In that context he said  
Actually, more than belief I have studied about it. I searched a lot in 
the Internet and looked for the solutions for this problem. We will 
take his (doctor) opinion but we should also look at other aspects 
because we have to maintain our son’s health. So, for that we need 
to gain our knowledge and hence I read a lot. 
Many parents have taken the help of internet to read about and understand CAH. Most often this 
also doubled up as a cross check for what the doctor had suggested, similar to what Mr. Kannan 
had done at every phase of his son’s treatment. Some of the parents used the internet to learn about 
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CAH and also it’s associated problems. Once Mr. Raghu heard from the doctor that his son had 
CAH and that is why he was going through precocious puberty, he took to the internet to find 
solutions. He said 
I didn't understand what was happening and at the same time I was 
also searching the Internet to find out what precocious puberty is, 
what are the symptoms of it, who are the doctors in Tamil Nadu and 
what are the hospitals that give treatment for this. 
Adding to this he said that he had used the internet to find out the kind of problems that were 
associated with CAH and discussed them with his brother-in-law to prepare for the course of 
events. Another parent, Ms. Sharadha shared her concerns regarding her daughter who had never 
been compliant with the treatment she was receiving for CAH for a long time, until she grew older 
and mature with age. Ms. Sharadha said that she was most worried when her daughter used to 
frequently fall sick because of not taking the medicines prescribed for CAH. However, as her 
daughter grew older and became aware of the medical condition that she had, she began taking her 
treatment seriously. The now 19 year old gains a lot of knowledge about CAH from the internet 
and plans her life accordingly. Ms. Sharadha, who is also a single parent, happily stated 
She (daughter) herself started searching the internet. She searched 
everything about it like, what are the problems that she will face 
because of this, why is this occurring, what are the risks associated 
with it and what type of food can we eat, what food items have 
potassium in them. By god’s grace they are items she likes, so she 
started taking banana, coconut water. Because she is eating all this 
it (potassium level) is in correct balance.  
Dr. Sharat, when talking to me about how families take the news of their child having a medical 
condition like CAH, said that though it is a shocker for almost all of them, some parents try and 
learn more about it. He said 
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…some parents are very understanding and they would have gone 
through the net and today in this literate… I mean the computer 
literate parents are too shrewd and they read too many things. They 
will ask too many questions without knowing the depth of whether 
that condition will apply to this patient or not. 
While on the one hand the internet had indeed helped parents engage actively in the decision 
making process of their child’s treatment, it put the doctors in a position where they were obliged 
to satisfactorily answer the queries parents had regarding CAH. The medical complexities that are 
associated with medical conditions are probably well known and best understood by the medical 
specialist in that field. However, that does not make doctors the sole decision making individuals 
when it comes to CAH or any medical condition for that matter. Since they claim to have the 
medical knowledge it is essential that doctors communicate the same with the individuals seeking 
health care and take collective or consensual decisions about their treatment. In the case of CAH, 
when Dr. Sharat, having specialised in endocrinology, convincingly answered the queries put forth 
by the parents, the level of trust in him and his ability to tackle CAH increased. Mr. Karthik spoke 
to me about the time he and his wife decided that Dr. Sharat was the right doctor for their son. He 
and his wife had, on a friend’s suggestion, visited Dr. Sharat to take treatment from him as they 
wanted to conceive for the second time. They had taken their son along and taking note of his 
height and age, Dr. Sharat had requested them to take a couple of tests for their son. Their son was 
taller than most boys his age. Dr. Sharat had suspected purely by looking at his height and 
comparing it with his age that he could be having CAH and his suspicion was proved right when 
the results came positive. From that very moment, Mr. Karthik said he and his wife decided to 
begin treatment with Dr. Sharat. He said  
So I think 5 years or 5 ½ years before we found out (about their son 
having CAH) through SM sir. I also want to thank him for the kind 
of interaction we (have) had for the last five years. The kind of 
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support he is providing. The kind of knowledge that he has got, the 
kind of timing and support while getting the medicines. Infact I 
literally treat him as a person who was sent by God. He’s probably 
a God in disguise.  
A couple of other parents getting their children treated for CAH with Dr. Sharat also had similar 
experiences, beliefs and faith. Mr. Peter and his wife who first met Dr. Sharat in Trichy to take 
treatment for CAH later shifted to Chennai so that it would be easier to consult Dr.SM. He said, 
“We listen to what sir says only. We have given her to him (avar kitta opadichachu) and hence we 
are not taking any other effort. We have been listening to and following whatever sir tells us.” 
Adding to this, his wife said, “He told us the very first time we met him that there are a number of 
children like her and many of them have also been married and have borne children.” When parents 
received such support and assurance from their doctors their faith in their doctors increased and a 
hope was rekindled that their child will have a ‘normal’ life like any other child does.  
Another couple, Mr. Anand and Ms. Kavitha, with two girl children diagnosed with CAH also 
showed immense faith in Dr. Sharat. When their first daughter was born and later diagnosed with 
CAH, they consulted Dr. Sharat for treatment and he consoled them and assured them that the 
future of their child, which they were most concerned about, would be ‘normal’. However, over 
the course of time they lost contact with Dr. Sharat as he had shifted his clinic’s location and they 
had conceived for the second time in the meanwhile. Though they insisted their gynaecologist to 
take tests for CAH for their unborn baby, the latter was unaware of the specific test to be taken for 
the same. As per the regular scans she prescribed, they identified no traces of CAH in their unborn 
baby and therefore were relieved that the baby does not have CAH. Only after their baby was born 
did they realise that she had similar growth in the external genitalia like her elder sister and was 
diagnosed with CAH too. Not satisfied with the treatment that they were receiving from the doctor 
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that they were consulting, Ms. Kavitha was determined to find the contact details of Dr. Sharat’s 
clinic. In an old prescription, she found a phone number and got the new address of Dr. Sharat’s 
clinic and since then they have resumed treatment from him for both their daughters.  
The doctors interviewed for this research were aware about CAH as most of them were 
endocrinologists. When parents with a CAH child consulted them about considering planning for 
a second child, the doctors advised them about it keeping in mind the economic background and 
the medical history of the couple. While a couple of parents decided to not plan for a second child 
some others did. Dr. R, a paediatrician, when speaking about the role doctors play in convincing 
parents to plan for another baby said 
We have our photographs, we don’t reveal the identity. We blind the 
eyes and face of the baby, we say this baby was like this 7 years 
back, today this baby is alive fine and is like this today, after which 
we have many parents willing to go with the pregnancy and have 
their babies. So today it’s the positive attitude, which we are very 
slowly developing, and it needs a lot of time and counselling and 
sincerity on the part of the doctor as well as the patient and the 
patient should believe the doctor. 
The doctors advice parents to take tests soon after they conceive for the second time so that they 
can take precautionary steps to control the intensity of CAH if it is diagnosed. The specific test 
that identifies CAH during pregnancy is not conducted in India. Therefore, the parents send their 
samples to a foreign country that has facilities for this testing. If the results show a positive sign 
for CAH then the doctors begin the “prenatal fix” (Fausto-Sterling, 2000). Tablets and injections 
are given to the mother as soon as possible to control the intensity of CAH. So for parents who 
deliver a girl child the external growth in her genitalia will be absent or reduced and for a boy the 
precocious puberty can be brought under control apart from controlling other symptoms of CAH.  
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Parents of girl children with CAH are primarily concerned about the growth in the external 
genitalia of their child. The most frequent solution for this problem according to the physicians 
and surgeons is surgical correction. Both, parents and doctors are equally convinced that there is 
no better available solution to this ‘problem’ other than the “surgical fix” (Fausto-Sterling, 2000). 
The surgical fix and prenatal fix is an attempt to ensure that the child with CAH has a ‘normal’ 
life as any other child, but when an attempt is made to ‘normalise’ the child it reveals that children 
with CAH are regarded ‘abnormal’. Such notions most often than not results in patholigizing what 
we do not regard as the normal. Anne Fausto-Sterling (2000) in her book “Sexing the Body” talks 
about how we, as Foucault suggested, have become a "society of normalization" and hence strive 
to fit any deviance present, into either of the two sexes. While questioning the necessity to perform 
surgical correction, Sterling talks about the importance and primacy we as a society/culture give 
to the two-sex model. In a society like India where gender binary is given legitimacy, other gender 
minorities face rejection and hurdles at each step of their journey. To avoid this rejection and 
stigma doctors take to surgical corrections.  
Dr. Ram, one of the doctors interviewed said that many intersex activists in the West argue that 
only if the child has a life threatening condition like CAH should doctors intervene and treat them. 
According to this school of thought, the doctor said, children with other intersex conditions need 
not be medically treated and should be allowed to grow naturally, as they are. However, he also 
added that parents in India wish for a surgical correction in order to provide a ‘normal’ life for 
their child. Dr. Anne, a young endocrinologist said that it is practically possible to allow the child 
to grow naturally without surgical correction in Western countries but not in India. She said  
… there ( in UK) they do not have to put gender in everything. Like 
here right from your LKG admission form you are asked to mention 
your sex including father’s name, mother’s name. Everything is 
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optional there. So they do not bother about what has been 
documented and whatever the child prefers they assess... 
Doctors ensure that the parents feel comfortable with the treatment administered and provide 
support to them by taking into consideration their interests as well. This way, according Dr. Ram, 
the trust each has on the other increases and there will be a purpose for the treatment. If there is no 
trust, he adds, there is no use of the treatment.  
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CHAPTER III 
ON CARE AND STIGMA 
Soon after a baby is born, there is a compulsion to categorise the baby into one of the two sexes. 
Growing up, I have always heard my parents and grandparents enquire about the sex of the 
newborn baby after they receive the news of the birth. For a long time I believed it was out of 
curiosity that such a question was posed, until I realized it was one of the vital factors that helped 
in building an identity of the new born. With this identity is closely connected the idea of 
recognition and acceptance. Though I cannot decisively say how my family would accept anything 
that does not fit into the gender/sex normative, I can argue that the degree of acceptance might 
vary depending on the extent of variation and how it came into existence in the first place. 
Similarly, different individuals, families, societies and nations may respond differently to the idea 
of gender variations. Butler (2004) in her book “Undoing Gender” very beautifully writes that the 
desire for recognisability pushes individuals to accept identities that do not define them. Gender 
identities beyond the normative binaries are hardly recognized and accepted and since gender is 
an essential factor for recognisability, it becomes important to help people conceptualize 
individuals with gender variations as humans before fighting for sexual rights or equality. In a 
nation like India, the struggle to make the larger population conceptualize individuals with gender 
variations as humans like any other has been a major part of gender activism.  
Queer movements and marches lay out in the public the normalness in the various gender/sex 
identities existing in the society. Yet there is a constant debate and discussion on whether such 
variations should be viewed as against the order of nature or whether they should be regarded as 
being as natural as the other two ‘true’ sexes. For Dr. Sharat and his colleagues the problem with 
a transgender individual is psychological. They say that since the hormones and external genitalia 
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of a transgender individual are ‘normal’ and function properly right from birth, the choice to 
undergo surgical reassignment is taken due to some psychological problem that the individual has. 
Even in the psychological manual of mental disorders, transgender individuals are categorized as 
individuals with Gender Identity Disorder (GID). If according to Dr. Sharat and his colleagues the 
sex/gender variation is believed to be out of choice, like for a transgender, a homosexual or even 
a transvestite individual there will be considerable shock and acceptance may or may not be offered 
by the larger society. However, when the LGBTQI activists and members state that such gender 
variations are as natural and normative as the male and female sexes then the meaning that ‘choice’ 
holds here differs. Individuals of gender minorities are born with the sexual variation too, but the 
choice that they exercise here in embracing, living and fighting for their gender identity brings the 
change in the use of the word choice. In either of the cases a choice is being made; one, where the 
doctors believe the individual is making the choice to embrace such gender identities due to 
psychological problems and two where the LGBTQI members state that they are born with such 
gender variations and choose to live with the identity.  
In case of families with children who are born with CAH, the genital ambiguity present (in girls) 
does not necessarily categorise them as an outcast. Parents look at these children as having a 
biological disorder but do not consider them as deviants. Parents repeatedly stated that their 
son/daughter had a shortcoming and with medication and surgery (in the case of girls) it can be 
treated and controlled. The family accepts the child, in most cases, soon after birth as they believe 
being born with CAH was not under the child’s control unlike in the case of transgender 
individuals. However, doctors in the course of their interviews shared instances where families, 
both literate and illiterate, had abandoned their newborn baby purely on the grounds that the infant 
was ‘abnormal’ and deviating from the sex/gender normative. In either case, the fear of stigma that 
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these sex/gender variations might bring into their lives is evident for it is that very fear and the 
associated responsibility that they fear they might have to take up to ensure their child with CAH 
grows up healthy that parents decide to abandon them. Parents who do not think their child is a 
deviant also fear that there might be considerable stigma associated with the physical features of 
their baby born with CAH. This fear and worry that the society will not accept the differences in 
their child, influences parents to take certain irreversible decisions in their child’s life like having 
their child surgically ‘corrected’.  
Congenital Adrenal Hyperplasia or CAH like stated in the previous chapters is a genetic condition. 
In classic forms of CAH, which occur more frequently than the non-classic forms, the degree of 
influence on the physical aspects of the individual’s body is varied and greater. In case of boys it 
causes precocious puberty due to which children show changes in their physical body that 
otherwise occur during adolescence. Growth of pubic hair, bigger penis and erections occurring as 
early as two years after birth are the most common symptoms. Additionally the bone age of the 
child does not correspond with that of the child’s age. Children with CAH will have the bone age 
of a teenager. In case of girls with CAH however, there will be an ambiguity or growth in their 
external genitalia. While on the one hand these biological complications affect the child’s daily 
activities, it also affects other aspects of the child’s life. These biological complications or 
variations for instance effect how the child will be received and treated by the larger society, which 
is accustomed to heteronormativity.  
When such are the complexities that are associated with CAH purely in terms of the physical 
representations of the body, a sense of fear and worry seeps into the minds of parents. The fear 
and worry that parents have is majorly about, but not restricted to, their child’s future. The choices 
that are made at each phase of their child’s life are also attempts to ensure a healthy and happy 
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future for their child like any other ‘normal’ child.  Like parents, doctors too show concern over 
the child’s future. The suggestions they provide and the treatments they recommend are aimed to 
ensure the same. Because CAH is already explained and understood as something that is 
‘abnormal’ or ‘unusual’, the sense of stigma attached to it is also a concern for both parents and 
doctors. Therefore, before further discussing the worries and fears about CAH, I believe it is 
essential to focus on the choice of terminology that different sections of the community use to 
describe such genetic conditions. It is essential I feel for the idea of stigma is closely associated 
with the terms used to define, describe and identify such genetic disorders.  
Reading literature on intersexuality, I realised that a major part of the discourse is focused on the 
necessity for a right term to identify genetic disorders. I choose to use the word intersexuality or 
intersex to refer to genetic conditions like CAH that question the gender/sex binary, after observing 
that social scientists, philosophers, feminists and intersex activists themselves use this term. 
Additionally, I also believe that sex, gender and sexuality cannot be reduced to binaries and that 
the variations that ‘deviate’ from these normative binaries are as ‘normal’ as the normatives, to be 
identified as disorders or deviations. However, there have always been discussions and debates on 
the right choice of word to be used to refer to genetic disorders such as intersex and some scholars 
bring this to the reader’s notice through their works on intersexuality. Hermaphrodite was the term 
commonly used to refer to individuals with atypical sexual/reproductive anatomy until the 19th 
century after which intersex began to be used. In the year 2005 post the Chicago conference, which 
had around 50 experts in intersex related issues discussing about the same, the term intersex was 
replaced with Disorders of Sexual Development (DSD). The medical fraternity began using DSD 
to refer to intersex conditions stating reasons such as this; that people will begin to recognise CAH 
as a serious condition if identified medically. However this medicalization and as a result the 
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pathologizing has made intersex individuals skeptical about using the term DSD. They opine that 
instead of removing the stigma, DSD attaches stigma to individuals with intersex conditions.  
In India, since the larger portion of its population is unaware about intersex conditions, the struggle 
to identify an apt term for the same is yet to be witnessed. The doctors interviewed for the research 
however felt that using DSD to refer to intersex conditions is the right step forward. I was oblivious 
of the fact that the medical fraternity in India considers DSD as the accepted term, until I 
interviewed the doctors for this research. Dr. Ram, who is an endocrinologist, was the first doctor 
I interviewed. I began my interview by asking Dr. Ram to explain what intersex is and how it 
occurs. He immediately corrected me and said that the right term to be used is DSD and that I 
should have known that by now. Even though I preferred using intersex instead of CAH, I began 
to refer to it as CAH to ensure my respondents felt familiar with and aware of the term. In the 
interviews, of both doctors and parents that followed later I therefore made a conscious effort to 
use DSD or CAH instead of intersex. When I asked Dr. Shubha, a pediatrician, about why CAH 
was preferred over other terms like intersex, she said  
When we use the term sex no, people get startled. The word sex 
itself is a very sentimental word… See when I say your child has a 
sex disorder it sounds like the child’s life is gone. But nothing like 
that actually, the child’s life is still safe. If am going to say your 
child has a DSD, then we sound more decent and we sound like it is 
treatable and better for that child’s life. 
The parents, who are otherwise unaware of CAH, get introduced to it only when their children are 
diagnosed with it. Since it is already introduced as a medical concept to these parents, they begin 
perceiving it with a medical lens and also play an active role in constructing it that way. When I 
learnt that there is so much stigma attached to the very term that is used to refer to it, I could 
imagine the stigma that the children with CAH might have to face as they grow older. For the 
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parents who are usually the caregivers, fear and worry resurfaces at frequent intervals imagining 
the trauma their child will have to face due to the stigma attached, as and when their child grows 
up.  
Parents of children with CAH face their first phase of fear and worry as soon as the child is born. 
CAH, which usually presents itself either soon after birth or within days or months after birth is 
extremely dangerous and draining to the child and the individuals caring for the child. The 
symptoms such as constant vomiting, dehydration and poor feeding that a newborn may show, due 
of CAH, physically drains the strength in the new born who soon begins to lose weight and appears 
weak. Parents who have taken their new born home after delivery, without being diagnosed with 
CAH, begin to worry when their child falls sick after a couple of days or weeks. Mr. Kannan, 
father of a boy with CAH told me that it took nearly 6 months for them to diagnose that their son 
had CAH. Only after they had consulted a pediatrician could they identify that the baby had a 
“sodium potassium” problem. Sharing this experience, he said 
After he (son) was born in not less than 1 month we began to see the 
issue. Symptoms were, first he will not take in any feeding. Even if 
he takes the feeding he will vomit it. The biggest problem was 
vomiting. We started taking treatment for that and then took more 
and more lab tests. Even in the first lab test, we were not able to find 
out anything for three months. The reason for that is the age (of his 
son). When the baby was 3 months the reports did not really show 
anything. We in fact kept the baby through the night in the ICU for 
a long time. 
Six months after their son’s birth, Mr. and Mrs. Kannan were able to identify that he had a problem 
of salt reabsorption, but until then they had visited hospitals multiple times trying to identify why 
their son was falling sick frequently. When their son turned one, they began noticing pubic hair 
growth and their pediatrician suggested they consult an endocrinologist as he felt this diagnosis is 
taking a different direction now. When they consulted Dr. Sharat, who was a consulting 
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endocrinologist at the Nungambakkam Child Trust Hospital, they were told that their son has 
CAH. Ever since their son was diagnosed with CAH, Mr. Kannan and his wife had been frequently 
visiting hospitals and doctors for at least a year because even after diagnosis and treatment his son 
fell ill regularly. Over the years, after a number of visits to the doctor and a number of lab tests, 
Mr. Kannan said he had charted a routine to ensure that his son does not fall ill repeatedly. He and 
his wife had learnt to study symptoms and understand in advance that their son might need such 
and such medicine to ensure he remains healthy. At frequent intervals, the couple took a test named 
17 hydroxylase along with a couple of other blood tests for their son and the results for all but one 
test (17 hydroxylase) usually arrived the very day the tests were taken. Mr. Kannan said that the 
other tests, apart from 17 hydroxylase, also provided some idea about the current health condition 
of their son and hence looking at these reports they roughly devised a schedule/routine and later 
altered it depending on the results of the 17 hydroxylase test and consultation with their doctor.  
Since Mr. Kannan’s focus was majorly on how to tackle CAH, he started planning for it soon after 
his son’s diagnosis. A couple of other parents however took time to accept and articulate what was 
happening to their children. Mr. Raghu, though familiar that this is a condition that can be treated, 
said that many things were going on in his head during the first few weeks of his son’s diagnosis. 
Speaking about how the doctors diagnosed his son with CAH, Mr. Raghu shares  
Frankly speaking for testing itself we spent nearly 3 months and 
almost lakhs. So, after analyzing all this we can identify what stage 
it (CAH) is in. Those three months that we spent on blood tests, we 
were in a very horrible state. I cannot express that feeling…Those 
three months we both (wife and he) reduced around 7 kgs.  Actually 
in 6 months. There was a lot of tension and, there is this feeling that 
this is a rare issue. It comes very rarely and nobody knows about it. 
It is only God's grace that we at least somewhat found out in the 
beginning itself. So that is one advantage. More than advantage it 
was God's grace we can say. Nothing else. 
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The diagnosis and treatment for CAH varies depending on the sex of the child. If it is a boy, the 
diagnosis might not be immediate as no signs of ‘abnormality’ surface soon after birth. As Dr. 
Shubha states, “So the penile length will be big at birth. At birth it won’t be a problem because our 
people have a concept that for a male big is a sign of strength. But if you see at one year of age the 
child’s external features will be like a five year old boy’s which worries the parents.” The 
‘abnormality’ surfaces when masculinity is replaced by hypermasculinity, which worries the 
parents of a male child too. In case of a girl however, it was stated, the ‘ambiguity’ in the external 
genitalia will make the diagnosis faster. Yet, out of the 5 families of girl children with CAH 
interviewed for this research only one parent said that there was a delay in identifying the sex of 
the newborn. In all the other families, the diagnosis of CAH had happened only a couple of weeks 
after the baby was born and got ill. Mrs. & Mr. Peter’s daughter was diagnosed with CAH a couple 
of months after her birth. Her mother said that her instincts had told her that there was some “kurai” 
(imperfection) in her baby after she saw her vomiting continuously, having hyperpigmentation and 
slowly losing her body weight. One of the doctors they consulted in Perambur where she delivered 
her baby had noticed these symptoms and checked the baby’s genitalia. After noticing that there 
is a slight growth of the clitoris, the lady doctor had suggested they take her to Trichy for further 
treatment. Similarly, for a couple of other parents as well, the news on the ‘additional’ growth of 
their baby’s clitoris was told after a couple of consultations with different doctors. Mr. Anand and 
Ms. Kavitha went through similar experiences as their daughter was not diagnosed with CAH soon 
after birth despite having a slight growth in her clitoris. Ms. Kavitha says that the growth was as 
small as a bud, because of which the baby was passed off as a ‘normal’ girl. Ms. Kavitha says  
At birth we did not know. When we asked the people in the place 
where I delivered the baby about the growth that the baby had they 
said that this is normal and there is no problem and a few babies will 
have this growth and it will be fine. It was going on like that for 
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almost a year and then a doctor near our house saw the baby and 
then said that this looks like a problem and that we have to go to 
Egmore and see another doctor.  
While the ‘additional growth’ was a major concern for parents, not identifying it at the time of 
birth was also an added worry. For Ms. Sharadha, the doctors did not reveal the sex of her newborn 
as they were unable to identify if the baby was a boy or a girl looking at the external genitalia. A 
young Sharadha delivered her first baby over a decade ago in a “sadharana” (simple) hospital in 
Trichy, where her parents lived. She had married her mother’s brother’s son and was very excited 
to meet her newborn. Since her husband was in Chennai when she was in delivery, her parents 
accompanied her to the hospital. Recollecting the course of events that occurred after her delivery, 
she said 
After the delivery (pauses for 2 secs) the baby was born and I asked 
the doctor for the sex of the baby. They did not tell me at all. Doctors 
are talking something and trying to manage the situation. There are 
only two choices, either a girl or a boy and we can only tell one of 
it. When they did not say anything I felt very tensed and romba feel 
pannaen (felt very bad) thinking about why the doctors did not say 
anything.  
After a couple of hours the doctors told her that there were some problems and that, they could not 
identify what those problems were. They said it is best for them to take their baby to Chennai for 
further treatment. On asking about the sex of the baby again, the doctors said that due to a growth 
in her clitoris they were unable to determine the sex of the baby. Ms. Sharadha said, “it was very 
difficult for us to hear that, in that situation. Because soon after delivery all the relatives will first 
ask us if it is a girl or a boy”. And not being aware of it made her worry. Later, after a couple of 
tests and a few guesses, the doctors declared that the baby was a girl.  
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One can notice, from this incident, how rigid the sex/gender binary is and how it stigmatizes the 
group of people who do not subscribe to it. In a society where little success and more struggle is 
seen in the fight for gender equality, it is tough for parents to consider letting their children grow 
as individuals falling outside the sex/gender binary. Various measures are taken to avoid this 
stigma and struggle and medically treating the children with CAH is the most accepted solution. 
Parents chose not to reveal their child’s condition to the larger world as they believe having CAH 
is a shortcoming. These families view society as a strong propagator of stigma and the fear that 
their child might be ridiculed or laughed at, made parents hide details of this condition from even 
close family and friends. One parent said 
We cannot share these issues with anybody….Society is a big 
(pause) problem for us. Social barriers are a very very big thing. 
When he goes to school, I have spent a lot of time thinking, how he 
will be or feel in that school. We (wife and him) still have that 
feeling. 
Most often parents hide details of this condition from their children as well and decide to speak 
about it to them once they are adults. They believe their child is too young to be able to understand 
the complexities of CAH. Since the child is unaware of this condition, he/she is also unaware of 
the seriousness of it. The child does not know that not taking medications regularly can mean 
prolonged illness and eventually death. While parents definitely worry about their child’s future, 
their immediate concern is to ensure their child takes the medicines on time. The mothers take the 
responsibility of giving medicines on time to their children and most of the mothers interviewed 
had said that their child would remind them about the medicines even if they had forgotten about 
it. Parents repeatedly said that without support from their children they would not have been able 
to tackle a life threatening condition like CAH. On similar grounds, Annemarie Mol (2008) in her 
book “The Logic of Care” speaks about how active participation from every stakeholder involved 
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in health care is essential for a treatment to be successful.  In an ideal case of the ‘logic of care’ a 
team of doctors, nurses, caregivers and the health care seeking individual work towards fulfilling 
the decisions taken with respect to the treatment envisaged. Speaking of the active participation 
from each member involved, Mol writes that even when it is the doctor taking decisions concerning 
the treatment, the individual seeking health care has an active role in participating in the process 
of the treatment along with his/her caregivers. The individual by following or not following the 
orders given to him/her in the course of the treatment exercises his/her agency, thereby establishing 
his/her position and power in the treatment process.  
One of the parents interviewed for this research, Ms. Sharadha’s daughter would for instance not 
take her tablets regularly and as a result fall sick frequently. While her mother was worried about 
her frequent illness, she was not. Ms. Sharadha was more worried because her daughter was 
growing older and it was time she began taking care of her medications and health. She said, “till 
a stage I was giving her tablets regularly twice a day and then I asked her to take it herself because 
she has to get used to taking it lifelong. Sometimes she will skip it because she did not know the 
seriousness of it.” This attitude of her daughter’s worried Ms. Sharadha greatly. Apart from not 
taking her medications regularly, Ms. Sharadha said that her daughter was highly short tempered 
and also threw tantrums. Blaming the excess testosterone that flows in her daughter’s body for the 
behaviour, Ms. Sharadha said it was tough to gauge the mood of her teenage daughter. A few years 
back however, Ms. Sharadha saw some change in her daughter’s behaviour. When her paternal 
grandfather passed away a couple of years back she was the most affected by the loss. According 
to her mother she had not taken good care of her health around the same time and since every 
member of the family was grieving the loss they could not pay attention to her health as well. Not 
having taken medicines regularly made her seriously ill and she was almost paralyzed. It was then 
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that she realized the seriousness of her health condition said Ms. Sharadha, and ever since she has 
been taking good care of her health relieving Ms. Sharadha off her tension. 
While daily care and medication was a major concern for parents, the bigger concern was always 
the future of their child. Parents expressed their concern for their child’s future, which they feared 
might be affected due to CAH. Living in a heteronormative, patriarchal society parents of a girl 
child worried more about her future in terms of marriage and reproduction. Worrying about the 
future of her daughter Ms. Mary, wife of Mr. Peter, said 
As she grows older there will be more things like, now she is 10 
years old soon she will become a big girl and we will have to get her 
married and at that time we will have to openly speak about all this 
and to think of it right now makes it difficult for me. My feeling is 
that God should show a nice path for our daughter. 
Ms. Kavitha and her husband said that they felt a constant sense of worry about their child’s future 
until a couple of years back. Parenting and caring for a girl child with CAH, they were most 
concerned about their daughter’s marriage. Even though their eldest daughter has regular 
menstrual cycles, they were worried about whether she could reproduce or not. A couple of years 
back, after taking a few tests, they were told that she could marry, reproduce and have a normal 
life like a normal girl. Only then did they release a sigh of relief, said the couple.  
On the one hand while the parents of girls with CAH worried about her marriage and ability to 
reproduce, parents of boys with CAH on the other hand feared the consequences that their child 
might have to face in the age of puberty when he might have to articulate and understand the 
difference in his physical appearance from other boys his age, if there is any. Mr. Raghu says that 
when he thinks about the future of his son, he feels tensed. He says  
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…after he goes to school…it is in control now but what if is not in 
control. For example if we go to restroom his (penis) will be a little 
different at that time…now he is a baby so he knows nothing but in 
the future you have to go alone to the restroom and others should 
not comment on it (size of penis).  
Mr. Raghu is also worried about how tall his son will grow up into. Speaking of what the doctors 
said regarding the anticipated height of his son, Mr. Raghu said 
They said in the future he will be very very small and that he won't 
grow much. He will not grow tall he will be short. Whenever I went 
on the road and whenever I saw someone who's short or stunted I 
used to cry thinking that will this be the situation or condition for 
my son. Then I thought maybe they did not take the treatment.  
The individual might not have a short stature if he/she has been taking medications regularly and 
he/she has been diagnosed soon, but the individual may still not grow taller than the average height.  
Apart from this short stature, one may also have other visibly different physical structures from 
the average human being. Obesity was sated as a side effect of CAH by one of the parents, Mr. 
Kannan and is something that is outwardly visible. His son is 9 years of age and is obese. Though 
their doctor says that it is not due to the medications given for CAH, Mr. Kannan very strongly 
believes that it is a side effect of the tablets. Growing up with CAH and obesity is clearly taking a 
toll on the young boy. Since he is obese he goes to the gym for some workout in the morning and 
then goes to school post the gym session and comes back home to study after school. This tight 
schedule makes him very moody, angry and irritated according to his father.  
Parents feel bad seeing their children face such troubles at such a young age and they are aware 
that these troubles are here to stay. A couple of parents revealed that they began working hard so 
that they could fend for their child’s treatment and future. Mr. Karthik said that his financial status 
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when his son was diagnosed with CAH was not as good as it is now. He said that his son’s diagnosis 
pushed him to work hard and earn more money. He said  
Somewhere I need to earn for his treatment. I went to Bombay on a 
promotion I left my kid here for treatment. She (wife) was very 
supportive. He used to cry every day at the time of taking injections. 
So he had a practice of sitting on my lap while taking injection. But 
I went to Bombay and during the time of giving injection and all he 
used to cry from Dr. Sharat’s desk. I’ll be feeling very bad but the 
other way round is that only if I am there can I earn a lot and support 
for all his treatment.  
The turmoil that parents go through in the process of learning and accepting their child has CAH 
is evident through each story or incident they narrate. When Mr. Raghu spoke of how he and his 
wife lost almost 7 kgs of weight over a period of few months worrying about how they were going 
to take care of their son with CAH, I understood that the struggle is real. Until then I did not 
understand the difficulty in it, but when parents shared such experiences, I learnt that it was not 
easy to take care of children with CAH who need regular supervision on their health. Parents 
wondered why their child was punished with CAH when they had not harmed anyone. Mr. Karthik 
during the interview said that he had even contemplated committing suicide but then decided that 
he needed to work hard and not die to ensure his son has a better future. While a couple of parents 
said they had spent hours crying in seclusion, some others hoped and prayed that all be fine with 
their children. Parents after their initial period of struggle had shared their worries and sorrows 
with either close friends or family. For some of them support was given by their spouse, for some 
others it was their mother in law and for some others it was their sibling. One of the parent Mr. 
Rahul, who hails from Rajasthan but is settled in Chennai for over 8 years now shared an incident 
from when he and his family went to his native place to attend a wedding. There his then 9 month 
old daughter, who was diagnosed with CAH, fell ill and during the marriage functions that were 
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going on, relatives took turns to take care of her. Mr. Rahul was in fact glad they were in Rajasthan 
when she fell ill because there he had family that knew the situation and supported him.  
CAH is a condition that gives rise to multiple complexities and along with the medical treatment 
a lot of care is required to ensure children with CAH grow up healthy. Parents put in efforts to 
understand this condition firstly, then to take necessary treatment calls apart from keeping record 
of their child’s health over the years and providing economic and emotional support to ensure they 
have a bright future. The positive outcomes of the treatment along with support from their children, 
family and friends motivates them to provide the kind of support they are delivering.  
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CHAPTER IV 
CAH, CONSANGUINEOUS MARRIAGES AND A POSSIBLE CHANGE IN THE 
DRAVIDIAN KINSHIP SYSTEM 
 
In the various probabilities of its occurrence or impact ranging from entirely affecting the 
individual, to partially affecting the individual and to just presenting individuals as carriers of the 
gene, CAH succeeds in strongly influencing the everyday lives of affected individuals and their 
caregivers. As Dr. Shubha, a paediatrician, tells me, a couple of researches have been conducted 
to identify the exact cause for its occurrence but the medical fraternity has not been able to narrow 
down to one exact cause for the same till date. Research on the other hand has shown that there is 
a stark difference in the statistical ratio between Indian and American/European societies in terms 
of the frequency in CAH births.  Hence, Dr. Shubha says, a pilot study was conducted by ICMR 
in 5 metropolitan cities of India namely, Delhi, Hyderabad, Chennai, Mumbai and Kolkata in an 
attempt to identify the cause for the increased frequency of CAH births in India. Dr. Shubha who 
was also part of the research said 
See, the world figure as per the latest study (on) CAH is that only 1 
baby for every 15000 babies has CAH. Now in India as documented 
by ICMR, for every 5700 babies 1 baby is affected. In Chennai for 
every 2700 babies, 1 baby is having CAH. So what is wrong with 
India? All our seniors, our research scientists, paediatricians, 
endocrinologists got together and said that the practice of Indians 
marrying among close relatives is one cause. 
Dr. Shubha claimed that of the three factors identified by the doctors as possible causes for the 
occurrence of CAH, they were certainly convinced that following consanguineous marriage 
practices had the biggest role to play. Apart from that, factors such as geographical proximity or 
the nativity of a person were also identified as crucial for the cause of CAH. A “surprising” fact, 
as Dr. Shubha says is that, the probability of children being born with CAH is more when their 
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parents belonged to the same district and/or community. Narrowing it down further, she said that 
sub-community endogamy increased the probability of CAH occurrences. In addition to 
community and sub-community endogamy and consanguineous marriage unions, doctors believed 
religion could play an important role in the transmission of CAH. Dr. Shubha said that among 
certain religious groups the possibility of CAH births are more common when compared to the 
others. She initially did not reveal the exact religious group that she was referring to and chose to 
call it a non-Hindu group. The confused look on my face, I believe, however made Dr. Shubha say 
that CAH is more prevalent among the Muslim communities. Though the doctors did not seem 
very confident about this possibility, the fact that both parallel cousin and cross cousin marriages 
are considered preferential forms of marriage among the Muslim community, I believe, made the 
doctors believe it is an important factor to study.  
Various scholars have conducted researches in the Middle Eastern nations over the years on health 
and medicine, particularly reproductive health, and a number of them have focused on identifying 
possible causes for the occurrence of various genetic disorders/conditions and their relationship 
with the cultural dispositions. Works of anthropologist Marcia Inhorn (2009) in the Middle East 
have, for instance, shown that there is a definite connection between consanguinity and infertility 
and autosomal recessive disorders too. Her article “Consanguinity and family clustering of male 
factor infertility in Lebanon” which is based on her work among Lebanese men states that the latter 
show greater signs of infertility and that they stand as transmitters of autosomal recessive disorders 
to a greater extent. She draws connections between consanguineous marriage practices and 
religious beliefs along with the importance of the geographical proximity between partners to 
support her claim that consanguinity plays a huge role in causing infertility or autosomal recessive 
disorders. Though this study majorly focuses on the causes for high rates of male factor infertility 
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(Inhorn, 2009) among Lebanese men it also throws light on the higher rates of autosomal recessive 
disorders that are present among Lebanese children. Inhorn (2009) writes that Muslim 
communities do not wish to link consanguineous marriages with genetic disorders as The Prophet 
had his daughter married to his first cousin. Connecting consanguinity and genetic disorders will 
then result in them having to forgo a practice that is sanctioned by their religion and which was 
practiced by The Prophet himself. A couple of scholars, apart from Inhorn, have also identified 
greater prevalence of autosomal recessive disorders such as CAH among children born out of 
consanguineous marriage ties in the Middle Eatern nations like Turkey, Lebanon and Saudi Arabia 
among others (Kandemir N & Yordam N, 1997, Tunçbilek E & Koç I, 1994 and Hüsoyin Özbey, 
et.al 2009).  
Consanguineous marriages are regularly practiced among communities in South India and 
particularly so in Tamil Nadu. Known in anthropological literature as Dravidian kinship, and 
associated more commonly with the southern states in India, marriages usually take place between 
cross-kin, children of siblings of opposite gender. However, unlike in the case of the Middle 
Eastern nations, consanguineous marriages have seen a downward trend among many 
communities in Tamil Nadu in recent times. Isabelle Clark-Deces (2014) in her book “The Right 
Spouse” on the Kallars of Madurai talks about how a preferential marriage practice that was once 
sincerely followed is slowly facing a possible extinction. She writes that the decline in preferential 
marriages or consanguineous marriages can be traced primarily to three factors. Firstly, the low 
birth rate among the women in 20th century Tamil Nadu reduced the available choices for the bride 
or the groom in terms of “right” (murai) boy or girl respectively. Additionally, the increased age 
gap between generations made it difficult for an uncle-niece wedding to happen as the Kallars 
expected the groom to be not more than seven years older than the bride (Clark-Deces, 2014, 124). 
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Secondly, adding to what Karin Kapadia (quoted in Clark-Deces, 2014) wrote on dowry being an 
important factor in the decline of consanguineous marriages, Clark-Deces writes that along with 
education and employment, factors like “monetization” and “modernisation” have also resulted in 
families moving towards “modern” marriages with outsiders and thereby away from close-kin 
marriages (Clark-Deces, 2014, 127-128). Lastly, she writes on “the medicalization of spouse 
selection” (2014, 124) stating that the young men and women present scientific reasoning to state 
that marriage between blood relatives increases the possibility of imperfections (kurai) in children 
born out of such marriages. She says 
They have heard that “consanguinity” between parents increases the 
risk of “silent” genetic defects showing up as birth defects or 
diseases in children. Many Tamils invoke these pieces of 
information to make the case that it is “scientifically tappu” to marry 
close kin. (Clarke-Deces, 2014, 124)  
She writes that the younger generation of Kallars have begun to believe that 50% of the genetic 
makeup is derived from the father and the other 50% from the mother and that brothers and sisters 
share 50% of their genetics. Therefore, marriage between close kin may result in the birth of an 
offspring with medical defects (Clark-Deces, 2014, 124).  Even though incest taboo would be 
stated as the logical reason behind avoiding marriages within kin in a society that has a western 
kinship model or an Indo-Aryan kinship model, in the Dravidian kinship model it holds very little 
value. More than the idea of incest itself, it was the belief that such unions could cause 
imperfections in newborn babies that pushed these youngsters to avoid consanguineous marriages. 
Village nurses and Tamil media, Clark-Deces writes also inculcate similar views on 
consanguineous marriages, further strengthening this thought or probably even igniting it to begin 
with, that marrying “sontham” (relatives) who share the same blood type as you could result in 
reproducing children with genetic defect. Even though “objective science” (Clark-Deces, 2014, 
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125) has not proved the connections between blood types and genetic defects, the Kallar youth had 
used it as an efficient tool in avoiding consanguineous marriages chiefly to evade marriage with 
one’s “right” boy or girl. The fact that it became a regular part of the discourse on marriage 
however reflects the extent of medicalization that the family, marriage and kinship systems have 
faced and therefore the importance to study the same. 
This discourse on the probable birth of a child with “kurai” when blood relatives intermarry has 
only extended further today, now, with support from the pilot study conducted by ICMR. The three 
factors that emerged out of the pilot study essentially surround the idea of endogamy and the 
possible problematic result of it. Doctors I interviewed for this study were particularly hinting at 
these points and were speaking to parents of children with CAH about the need to forgo the practice 
of consanguineous marriages. When I spoke with parents to know the kind of feelings, experiences 
and concerns they had about CAH, I realised that all parents were seeking answers to some 
common questions. The parents grappled with questions such as why their child has such a medical 
condition and what the possible causes for its occurrence could be. Many wondered what CAH is, 
to even begin with.  
Parents took great efforts to understand what CAH was, with some of them taking help of the 
internet to build a knowledge base on CAH. One of the most common questions that all parents 
had was on the cause of CAH. Since no single factor is scientifically stated as the cause behind 
CAH parents wonder about the possible cause of its occurrence. One of the parents interviewed 
said “they told us that this condition could be because we married amongst relatives (sondhathula 
kattikitathala)”. Another parent said, “Both of us are fine then why did our son get this? There is 
no other problem but still the child is like this and the only reason they gave for this is that it could 
be because we are close relatives” 
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The doctors firmly believe that endogamous marriages and specifically marriage between blood 
relatives results in CAH births and hence, while conveying this to their patients they display a 
strong sense of confidence. The belief in biomedicine that these doctors and parents, alike, hold 
enables medical explanations of various conditions like CAH to remain unquestioned. The 
authority the doctor possess in matters concerning biomedicine is already high and for a condition 
like CAH that even most doctors are unfamiliar with, the stakes only increase. So, when 
consanguineous marriages were stated as a possible reason for CAH, parents decided to let go of 
this practice. Ms. Ratnam is Ms. Sharadha’s mother, and while talking about the future of her 
granddaughter she said, “when we get her married we will marry her outside the family and hence 
there will be no problem”. Ms. Sharadha married her mother’s brother’s son making it a matrilineal 
cross cousin marriage when we regard Ms. Sharadha as the ego. Surprisingly enough, the family 
that Ms. Sharadha was married into had been practicing consanguineous marriages for generations 
together. Ever since consanguineous marriages were identified as an essential factor behind the 
occurrence of CAH they decided to forgo this practice for the ‘normal’ future of their family’s 
future generations. Ms. Sharadha however said that she would only be able to live free of tension 
and pressure when her daughter gets married and has a child without CAH. Having faced a lot of 
problems while raising and caring for a child with CAH, she did not want her child to experience 
the pain and difficulties that she as a mother of a child with CAH had faced.  
While most parents decided that it is better to forgo consanguineous marriage practices, some 
parents still struggled to understand the role of consanguineous marriages in the occurrence of 
CAH. Though some of them had decided to avoid consanguineous marriages in the future, they 
were still not entirely convinced. On the one hand, parents felt the fear that consanguinity could 
cause CAH and in order to stay on the safer side they decided to avoid the practice. On the other 
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hand, parents needed strong and powerful evidences to prove that consanguinity definitively 
caused CAH. Since many of them have lived in a society that has always sanctioned such marriages 
and have also seen children born out of such unions grow up without being affected by CAH, a 
definite proof from the “objective science” was expected. Mr. Aravind and his wife Ms. Kavita 
while speaking to me about their experiences of raising girl children with CAH said that they were 
still not convinced with the connectivity that is being drawn between consanguinity and CAH. Ms 
Kavita said, “when we asked other people they told us that even if we did not marry amongst 
relatives this problem could have come”. She in fact asked me if I would have any clue regarding 
the same and all I could say was what they had already known; that there are families where 
children are born with CAH even if the parents had no consanguineous connections. Then what 
could be the ‘actual’ reason for its occurrence? Another parent Mr. John whom I interviewed in 
Trichy tried to reason out why such medical conditions occur when individuals marry blood 
relatives by saying 
In our family around 80% of the weddings are with relatives… If 
you see us all our bloods will match, I am also B+ my wife is also 
B+. And now my son is also B+… This is just a justification that I 
saw in the internet. Even if the blood group is same, it is a problem  
This statement of Mr. John reiterates the beliefs held by the Kallar community youth where the 
latter believed intermingling of same blood groups could cause genetic defects and hence 
consanguineous marriages must be forgone. However, Mr. John continued to believe that 
consanguineous marriages do not always result in the transmission of CAH. Citing examples from 
his family, he said  
Even in our house my uncle’s son (maama payyan) married a 
relative but they are all fine (nalla irukanga). My sister has also 
married a relative and all that is nothing. It is not like it will happen 
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if you marry relatives…. It is actually a family tradition/mandate 
that we marry with relatives. Even now we do that. 
Could this then be regarded as unwillingness to let go of a tradition that has been an essential part 
of their family values and systems even when doctors, who they regard as experts in this matter, 
state that it could result in the birth of a generation with imperfections? It very well could be. 
Among the Lebanese too, families would not forgo consanguineous marriages even after it was 
stated as a major cause for male factor infertility. Inhorn (2009) writes that since the community 
is unwilling to forgo this practice it is essential to explore the reasons for the same in order to 
tackle the increase in such medical conditions/births. One of the parents, Mr. Karthik said “my 
sincere suggestion for people who are going to get married to relatives or within community, (is 
that) it is better to go for a blood test before marriage.” This statement perfectly reflects the 
importance of cross cousin marriages among Tamilians while also displaying the influence of 
biomedicine on such cultural aspects. Though he insists on the necessity to undergo medical test 
to avoid health risks or abnormalities in children born out of consanguineous marriages, he does 
not completely suggest forgoing such marriage practices to avoid CAH.  
On the one hand the medical fraternity strongly suggests letting go of consanguineous marriage 
practices, and on the other hand families and communities practising it stand divided or rather 
confused about it. While most families have indeed decided to forgo such marriages, strongly 
believing in what their doctor said some others are looking for possibilities to adhere to their 
traditional marriage practices while also taking help and support from medicine. Irrespective of 
whether families forgo or follow consanguineous marriages the discourse on it has now taken a 
medicalised tone. Finkler (2001) refers to this as ‘new genetics’ in her work on screening for genes 
that cause diseases like cancer. Everything, including the idea of community, race and aspects of 
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behaviour that are otherwise normal is medicalised with the advent of new genetics (Finkler, 
2001). Medicalization, which is the interpreting of problems using medical terms, brings about an 
awareness of ones family’s medical history that helps individuals face their hereditary medical 
condition. Individuals who identify the “faulty genes” (2001, 5) that result in hereditary illnesses 
take precautious measures to avoid or face them. Ms. Sharadha for instance went through a couple 
of abortions before she gave birth to a son in order to avoid bringing to life another child with 
CAH. The doctors advice parents to take tests soon after they conceive for the second time so that 
they can take precautionary steps to control the intensity of CAH if it is diagnosed. The specific 
test to identify CAH during pregnancy is not conducted in India. Therefore, parents send their 
samples to a foreign country that has facilities for this testing. If the results show a positive sign 
for CAH then the doctors begin the “prenatal fix” (Fausto-Sterling, 2000).  
It could be therefore argued that people can continue practicing consanguineous marriages for they 
are now aware that it can be controlled even before the child is born with the advent of genetic 
testing. But the fact that there will be an increase in the side effects of the medications on both the 
mother and child must be considered. Parents have spoken about the side effects these medications 
cause and the problems that these side effects produce in their child’s health. A couple of parents 
interviewed had decided to not plan for another child because they did not wish to take any risk in 
terms of the trouble they may have to face with the side effects that the treatment causes apart from 
the highly risky condition that CAH is. Some parents on the other hand decided to have another 
child to ensure the first born CAH child has a support. Parents despite being aware that the 
probability of their second child having CAH is high, decided to try and conceive for the second 
time. One of the major reasons to be doing so was to ensure their first-born child will have someone 
to take care of them when their parents grow old. Fortunately or unfortunately, for a few families 
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their second child too had been diagnosed with CAH either because they were unaware of the test 
that they should have taken during their second pregnancy or due to poor guidance from their 
doctor about taking these tests to identify the presence of CAH.  
Considering the benefits that a woman is said to have when she is married into a family of close 
kin, parents might continue the practice of consanguineous marriages. Works by anthropologists 
like Karin Kapadia (2007) on the one hand show how women are not valued as equal beings in 
this Dravidian kinship system and that they may not be benefited out of the system as much as 
men do. On the other hand however, this research shows how the mothers-in-law have been of 
immense support for parents, especially to the mothers of children with CAH. The grandmothers 
had ensured their grandchildren were taken good care of while also providing emotional and at 
times financial support to the parents. Ms. Ratnam talking about his brother said, “He did what he 
had to/wanted to do for his son’s children be it in terms of money or anything else. We married 
her to my brother’s son. We are close relatives, onnukula onnu (very close relatives)”.  
However, consanguineous marriages have been medicalized to such an extent that parents have 
begun to consider forgoing such marriage practices in order to ensure a safe future for their children 
and grandchildren. Parents might most probably either entirely forgo consanguineous marriage 
practices or take a middle ground and ensure proper tests have been conducted before continuing 
the talk for marriage. The fact that the Dravidian family, marriage and kinship systems have been 
medicalized cannot be, however, ignored and the influence that medicine and culture have on each 
other can be greatly witnessed.   
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CONCLUSION 
Congenital Adrenal Hyperplasia (CAH) is a fast growing reality and more so in India. It is the 
most common intersex condition to occur, and the number of CAH births in India are much more 
than in the west. An ICMR pilot study stated that 1 in every 15,000 babies is born with CAH. The 
study, conducted in 5 metro cities of India used new born screening to identify CAH soon after 
birth. CAH, if not diagnosed soon, may result in poor health of the child for a prolonged period 
before the child succumbs to it. In a couple of families I interviewed, deaths of their newborn 
babies after a continued period of sickness for a couple of weeks or months after birth were 
reported. The families only knew that a health condition had caused this sickness in their child and 
eventually death but were unaware of what the actual cause of the death was. It was only after the 
couples had their next born diagnosed with CAH that the doctors informed them about the 
probability of their previous child dying due to CAH. Fortunately, the second time around, the 
consulting doctors in the hospital referred them to endocrinologists when the new born had been 
admitted with deteriorating health. The endocrinologists, after taking diagnostic tests, identified 
that the babies had CAH and since then treatment had been given to control the effect of CAH on 
these children.  
Based on such empirical evidence, this thesis aims to highlight the prevalence of CAH and the 
lack of awareness, both among the general population and even among the medical fraternity. This 
study has several limitations. Since CAH is a rare condition the number of respondents for the 
study were limited. 12 families and 1 female with non-classic CAH formed the sample for this 
research along with 5 doctors. Though in depth interviews were taken, an increase in the sample 
size could have added more richness to the research. Additionally, those who actually have CAH 
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could not be interviewed for this research as they are only children. Despite these limitations there 
were many aspects of CAH that were understood in the process of this research. 
Through the analysis of the data gathered through fieldwork, the role of biomedicine, doctors, 
family, society and technology among others can be witnessed in the construction of CAH. Being 
a hormonal condition the influence of biomedicine in matters concerning CAH has been immense. 
However, families and especially parents, being the caretakers of these children with CAH, play 
an important role in deciding on the course of treatment. Parents have many a times questioned 
the decisions taken by the doctors with regard to the treatment provided and were only satisfied 
when answers to their queries were convincingly given thereby questioning the authoritative 
knowledge that the doctors possess as a result of having ‘specialized’ in biomedicine. 
Most often, as stated in chapter II, the diagnosis of CAH is not immediate and at times faulty. The 
child is sent for a couple of tests only after he/she is admitted with a deteriorating health condition 
a couple of weeks or months after birth. In a couple of cases, there had been misdiagnosis that 
resulted in poor treatment, which in turn led to additional health problems. Sometimes poor 
execution of the treatment also resulted in additional worries for the child with CAH and the 
parents. To give an example, Mrs and Mr. John’s son was diagnosed with CAH a couple of weeks 
after his birth and a treatment was devised to ensure his health stabilises. Injections had to be 
frequently administered so as to avoid any complications, but the medical staff in a ‘big’ hospital 
was unable to find a vein to administer the injection. Mrs. John says that since they were not able 
to find a vein in his body, they began administering the injections in the vein they found on his 
scalp. The constant administration of injection on his scalp had resulted in the formation of puss 
and their son had to be operated immediately to save his life. A piece of skin from his thigh was 
taken to cover the area of scalp where there was visible damage. The portion of their son’s scalp 
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where skin has been grafted remains hairless and he is bullied and teased by a couple of boys in 
the neighbourhood and school, which irks him the most.  
The faith that parents have on biomedicine however is immense and even a couple of misdiagnoses 
do not deter the faith that they hold. Since CAH is a life threatening condition, correct diagnosis 
and treatment has to be provided in order to save the child’s life. Additionally, since biomedical 
advice is what many parents look for, it becomes the responsibility of the doctors to ensure that 
they provide the right kind of treatment for children with CAH. Unfortunately, only the 
endocrinologists and some other doctors with other specialisations seem to be fully aware of CAH. 
A couple of doctors themselves have stated that since CAH is a rare condition very little is taught 
about it in medical colleges making it difficult for the doctors to register and remember this 
condition.  
Parents assume that doctors will be aware of anything that is medically identified and defined, but 
the expertise in treating children and individuals with CAH is uneven. More discussions within 
the medical fraternity on a rare life threatening condition like CAH have to take place in order to 
ensure right treatment is provided to the larger population that trusts them with their body and 
health. Doctors have repeatedly stated that at least the immediate team of doctors that usually 
check a newborn baby, like the gynaecologist and the paediatrician should be aware of a condition 
like CAH which needs to be identified soon after the birth. But since CAH might not be easily 
identified in many children, the doctors propose that new born screening needs to be done in every 
hospital and facilities to conduct the test be available in the hospitals as well. Additionally using 
media to spread awareness regarding CAH could help in identifying and treating children with 
CAH better. 
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In the chapter on the faith in biomedicine (Chapter II) I show how biomedicine has a fundamental 
role in matters concerning CAH. This reliance on biomedicine has also resulted in constructing 
CAH as a disorder or medical condition. Indeed factors such as poor salt reabsorption, dehydration 
and excess hormone production have to be controlled and done so medically since the negligence 
of these factors can cause death. However, we tend to associate other aspects of CAH such as 
‘ambiguous’ genitalia, stunted growth and ‘unusually’ dark skin colour as factors that need 
immediate recognition and medical assistance even when no possible physical harm is caused by 
these aspects to the individual. On the one hand, though these factors do not cause any physical 
harm/pain to the individual there is definitely a considerable social harm caused by them.  
A juxtaposition of medicine and culture is therefore witnessed in matters concerning CAH. This 
study is a small but significant addition to the literature on the anthropology of sex and gender, 
particularly in India. Though an ‘ambiguous’ genitalia does not necessarily cause any physical 
harm or pain to the individual it does lead to social suffering caused by the stigma attached to it. 
The majority of the world population subscribes to the gender/sex binary model and this 
heteronormativity engulfs the many gender/sex variations that exist naturally. So much so that if 
transgender individuals wish to surgically reconstruct themselves, they will have to accept that 
they have a Gender Identity Disorder and when individuals are naturally born with genitalia that 
does not typically appear like that of the two true sexes they will be surgically operated to fit in 
the binary. Sex is a continuum (Fausto-Sterling, 1993) and the doctors are aware of the fact that 
there is more than just a male and female, yet the cultural perception of heteronormativity has 
seeped into the medical definitions of normal and abnormal. At the same time medicine has also 
helped in constructing the notions of normal and pathology. Anything that deviates from the 
‘norm’ is regarded an anomaly or rather in medical terms a pathology. When parents frequently 
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use the term ‘noi’ or ‘vyaadi’ that translates to disease in English, to describe CAH they are 
actively participating in the construction of CAH as a pathology. 
Another example of the intersection of medicine and culture is reflected in people’s opinion about 
skin colour, and how that might be detrimental to children born with CAH. Mr. Kannan while 
talking about how his son appeared soon after birth said, “At the time of birth he would look very 
much like an abnormal baby.” The ‘unusually’ dark skin with which his son was born, made him 
state that he looked abnormal. One of the parents Mr. Raghu said that even though he himself is 
dark skinned his son was much darker than he was. Similarly a couple of other parents also said 
that their child was born with an unusual dark skin and when they had questioned the doctors about 
the same they brushed it off by saying it must be genetic referring to the skin colour of the parents. 
Doctors too stated that in Tamil Nadu, the child may be discharged without being diagnosed with 
CAH because major portion of the population here is dark skinned and hyperpigmentation, which 
is a symptom of CAH, will be considered normal. But what is to be noticed here is that the parents 
have an idea as to which shade of dark skin is ‘normal’ and which is ‘unusual’. Their perceptions 
of what is normal and what is abnormal has assisted parents in identifying a symptom of CAH 
which the doctors missed. When Mrs. Peter said that her instinct told her that her baby had a ‘kurai’ 
or shortcoming after she looked at her baby and compared her with the ones delivered on the same 
day she spoke of what she perceived as abnormal. This perception, though obtained by being a 
part of the society with such views, had an essential role in actively constructing CAH as a 
pathology. Similarly when parents of social identified girls with CAH said they were relieved that 
their daughter was surgically operated to ensure her genitals looked as normal as any other girl, 
they too succumbed to this idea of heteronormativity and were consciously or unconsciously 
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building the narrative on CAH being a pathological condition and a larger than ‘normal’ sized 
clitoris being ‘abnormal’. 
Simultaneously though, efforts are taken to ensure that parents do not panic by considering CAH 
as an abnormal medical disorder, and doctors play an important role in ‘normalising’ CAH. 
Doctors repeatedly tell parents that there are children with CAH who have grown up to have 
‘normal’ lives like any other individuals. For parents of socially identified girls with CAH, doctors 
share stories of other socially identified girls with CAH who have grown up, been married and 
have successfully reproduced. Even in general, motivation is provided to parents that CAH is 
treatable. A couple of parents said that their doctor asked them to look at CAH like they would 
look at diabetes, something that is less complicating than CAH, more common and controllable. 
Parents are asked to imagine their child is taking medication for diabetes and that there is no need 
to panic.  
Apart from the crucial role that biomedical doctors play, in reference to CAH, this study also 
highlights another issue- ‘genetic counselling’. Parents are called for counselling sessions soon 
after CAH is diagnosed in a baby, where they are given explanation in detail about the medical 
condition. The families are told the possible risks and steps involved in the road ahead with CAH. 
Amniocentesis is done as a part of this counselling, to ensure parents are aware of the possible 
outcome of their pregnancy and take necessary decisions to either continue with the pregnancy or 
not. Rayna Rapp (1988) has written about how genetic counsellors in USA are trained to ensure 
the message is passed on to parents in a language that is best understood by the latter. But in India 
largely, and specifically in Chennai where I did my fieldwork, there were no specialized genetic 
counsellors who spoke to the families. It was the doctor who did. The doctors also provided advice 
on whether it is good to continue with the pregnancy or not. Talking about the dwarf community 
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in America, Rayna Rapp (2001) writes that couples with dwarfism went ahead and delivered babies 
they knew would definitely inherit dwarfism as they were aware the community would accept the 
child even with its phenotypical difference. A general counselling session with experts in child 
psychology might help the parents know what to expect when a child grows with such a condition. 
If genetic counselling sessions are made available for those families who have had history of 
children dying soon after birth or with a history of consanguineous marriage, it might help in 
identifying carriers of the genetic condition, and possible occurrence, though by no means prevent 
CAH from occurring at all.  
An ethnographic study of this kind, short on time and small in sample size, cannot make huge 
policy recommendations. But the study does highlight the need to create more awareness about 
this condition, especially if the ICMR numbers are to go with.  
Sex, gender and sexuality is a continuum and variations in these have to be acknowledged and 
accepted. CAH is an intersex condition and a number of scholars and activists in the West have 
fought for a gender status outside of the normative binaries. Many intersex individuals declare 
themselves as intersex, thereby breaking the sex/gender binary. In India, efforts to categorise the 
intersex children into one of the two binaries are in the forefront. Speaking to individuals in India 
who have intersex conditions will provide a better understanding of how they would wish to 
identify themselves. Diverse voices from the LGBTQ community can also be considered as 
partners in spreading the message. The more awareness there is, the more support CAH individuals 
and their caregivers will get, and will not have to live in fear and stigma. 
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Appendix: Tables 
Socially identified gender of the child with CAH Number of informants 
Boys  7 
Girls  6 
Total 13 
Table (i) 
Table (ii) 
Gender of CAH child with 
CAH sibling 
Number of informants Gender of sibling 
Boy 0 N/A 
Girl 4 Girl 
Total  4  
Table (iii)  
CAH children in households Number of informants 
Only child 3 
Siblings with CAH 4 
Sibling without CAH 6 
Total 13 
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